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Material  Submitted  Subsequent  to  Conclusion  of 
Hearings 

[Clerk's  note. — ^The  following  statements  were  received  subse- 
quent to  conclusion  of  hearings.  The  statements  will  be  inserted  in 
the  record  at  this  point.] 

STATEMENT  OF  JAMES  E.  LOKOVIC,  DIRECTOR,  MILITARY  AND 
GOVERNMENT  RELATIONS,  AIR  FORCE  SERGEANTS  ASSOCIATION 

Mr.  Chairman  and  distinguished  committee  members,  on  behalf  of  the  160,000  members 
of  the  Air  Force  Sergeants  Association,  I  appreciate  this  opportunity  to  discuss  the  vitally 
important  Impact  Aid  program,  within  the  context  of  the  Department  of  Education's  Fiscal 
Year  1997  budget.  AFSA  represents  the  millions  of  active  and  retired  enlisted  Air  Force, 
Air  Force  Reserve  and  Air  National  Guard  members,  and  their  families. 

It  compensates  local  school  systems  for  the  cost  of  educating,  among  others,  the  children 
of  military  families  who  use  those  schools.  In  fact,  half  of  all  Air  Force  families  live  on- 
base,  and  of  those  who  live  off-base,  many  do  not  own  a  house,  as  it  is  not  easily 
compatible  with  a  military  lifestyle  that  generally  requires  members  to  move  frequently. 
Therefore,  their  contributions  to  local  funding  for  schools  is  minimal. 

Impact  Aid  is  a  vitally  important  program  that  has  been  shortchanged  through  under- 
funding  for  many  years.  It  has  not  received  enough  funding  to  keep  pace  with  inflation. 
In  1981,  the  program  received  $725  million.  In  1995,  the  program  was  funded  for  $728 
million.  In  fact,  that  is  what  the  House  Appropriations  Committee  has  recommended  for 
FY  1997.  However,  during  this  16-year  span,  the  Consumer  Price  Index  will  have 
increased  well  over  70  percent,  resulting  in  an  actual  loss  to  the  program.  Mr.  Chairman, 
the  lack  of  support  has  put  school  districts  at  a  distinct  disadvantage.  Asking  them  to  pay 
the  brunt  of  the  costs  of  educating  military  children  is,  unquestionably,  an  unfunded 
mandate. 

The  effect  is  that,  in  districts  with  a  large  number  of  military  children,  there  is  inadequate 
education  funding  or  higher  property  tax  rates  (which  generally  fund  local  school 
systems).  Localities,  clearly,  should  not  be  punished  because  of  the  location  of  a  federal 
facility. 

Insufficient  Impact  Aid  funding  also  creates  tensions  between  the  affected  residents  of 
heavily  affected  communities  and  military  facilities  in  those  communities.  Area  civilians 
reasonably  question  why  their  children's  education  must  suffer.  The  military  lifestyle  is 
difficult  enough  for  families.  I  am  sure  that  you  would  agree  adding  to  these  tensions 
makes  for  an  unhealthy  atmosphere  to  raise  a  child. 

We  would  add  that  as  the  privatization  of  family  housing  becomes  more  widespread,  it 
might  further  affect  Impact  Aid  and  communities.  If  on-  and  off-base,  privately 
constructed  homes  are  considered  federal  facilities  and  exempt  from  property  taxation, 
then  communities  might  actually  lose  tax  revenue  as  military  families  move  into  these 
facilities.   This  is  an  area  that  requires  careful  congressional  observation. 
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AFSA  reminds  this  committee  that  there  have  been  attempts  in  the  past  to  charge 
"enrollment  fees"  to  the  parents  of  military  children.  Thankfully,  they  have  been  defeated. 
However,  AFSA  fears  that  continued  diminishment  of  the  program  will  result  in  other 
attempts  by  communities  to  make  up  for  funding  shortfalls  with  these  fees.  It  would  be 
wrong  to  penalize  military  families  for  being  stationed  at  a  particular  location  at  the 
pleasure  of  the  government. 

The  Impact  Aid  program,  however,  is  demonstrably  valuable  and  deserves  adequate 
funding.  AFSA  asks  that  you  fund  the  program  at  least  at  the  level  the  House 
Appropriations  Committee  has  recommended.  However,  a  "catch-up"  appropriation  to 
bring  the  program  in  line  with  16  years  of  inflation  would  be  the  best  course  of  action. 
Of  course,  Mr.  Chairman,  AFSA  understands  the  difficult  budget  choices  that  you  face. 
Those  notwithstanding,  the  military  community  and  localities  need  increased  funding  in 
order  to  lessen  the  burden  on  community  taxpayers  and  are  counting  on  your  support.  As 
always,  AFSA  is  ready  to  support  you  in  matters  of  mutual  concern. 


STATEMENT  OF  RUTH  GRAVES,  PRESIDENT  AND  CEO,  READING  IS 
FUNDAMENTAL,  INC. 

Thank  you  for  the  opportunity  lo  offer  recommendation.s  on  the  Inexpensive  Book  Distribution 
Program,  Improving  America's  Schools  Act,  Title  X  Part  E,  Sec.  10501.  Reading  Is 
Fundamental,  Inc.  (RIP)  operates  this  program  under  contract  to  the  U.S.  Department  of 
Education. 

The  past  year  has  brought  additional  evidence  that  America  continues  to  face  a  formidable 
literacy  problem.  Reports  from  private  industry  show  it;  government  studies  confirm  it.  The 
RIF/Book  Program  is  an  important  part  of  the  solution.  It  plays  a  unique,  nationwide  role  in 
helping  children  acquire  the  literacy  skills  needed  for  the  2ist  century,  while  marshalling 
broad  public  and  private  volunteer  support. 

For  this  reason,  Reading  Is  Fundamental  respectfully  recommends  continued  funding 
with  an  FY  1997  appropriation  of  at  least  $10.3  million.  (An  appropriation  of  $9  million, 
as  the  Department  of  Education  has  requested,  would  withdraw  services  from  4 1 8,000 
children  who  now  benefit  from  RIF  programs.  The  FY  1996  appropriation  was  $10.3  million.) 

In  this  era  of  global  competition,  there  is  increasing  alarm  over  the  deteriorating  reading 
abilities  of  America's  children.  Statistics  are  dramatic.  According  to  the  Department  of 
Education's  latest  National  Assessment  of  Educational  Progress: 

In  fourth  grade,  42  percent  of  students  cannot  read  at  a  basic  level. 

Of  American  high  school  seniors,  60  percent  cannot  read  at  the  level  they  should  to 

correctly  interpret  and  apply  what  they've  read. 

To  make  progress  in  school  subjects,  including  math  and  science,  studies  show  reading  is  the 
most  essential  skill  children  need.  It  is  crucial  for  further  learning  and  the  workplace. 

Employers  increasingly  lest  job  applicants'  reading  abilities.  According  to  the  American 
Management  Association,  more  than  a  third  of  those  tested  since  1990  lack  the  skill  to  do  the 
job.  Other  studies  show  that  while  89%  of  the  jobs  now  being  created  require  much  higher 
levels  of  literacy,  less  than  half  our  nation's  students  have  achieved  those  higher  levels. 
Studies  also  show  reading  skills  translate  into  eamings:  an  adult  who  reads  better,  earns 
more — about  $4(K)  more  per  week  than  an  adult  with  poor  literacy  skills.  Conversely, 
employees'  low  levels  of  literacy  cost  the  U.S.  economy  about  $225  billion  a  year  in  lost 
productivity. 

It  is  little  wonder  that  children's  reading  ability  is  a  major  concern  on  Capitol  Hill  and 
throughout  the  country. 


However,  the  same  studies  that  identify  reading  problems  also  point  to  solutions.  The 
Department  of  Education's  most  recent  "Reading  Report  Card,"  for  example,  concludes  that 
the  students  of  all  levels  who  read  most  proficiently  are  those  who  "read  for  fun  on  their  own 
time  and  have  reading  materials  at  home." 

These  avid  readers  are  made,  not  bom.  Studies  of  literacy  and  learning  confirm  that  the  key 
elements  of  the  RIF/Book  Program  are  those  that  create  frequent  readers — books  in  the  home, 
the  motivation  to  read,  parent/family  involvement.  The  program  provides: 

Customized  reading  activities  to  get  children  to  read  and  keep  reading; 

•  New  books  to  choose,  take  home,  keep  and  read;  and 

•  How-to  guidance  that  helps  parents  encourage  their  children's  reading. 

Frequently,  the  RIF/Book  Program  provides  the  onlv  books  in  a  child's  home,  and  their  first 
exposure  to  the  pleasure  and  importance  of  reading.  These  are  the  books  that  can  begin  to 
build  a  foundation  of  literacy. 


Congress  has  wisely  recognized  that  the  award-winning  national  RIF/Book  Program,  though 
small  in  cost,  is  large  in  accomplishment.  Last  year: 

•  The  RIF/Book  Program  reached  3.3  million  children  in  all  50  sutes,  the  District  of 
Columbia,  Puerto  Rico,  the  Virgin  Islands,  and  Guam. 

•  Nearly  180,000  RIF  volunteers  stepped  forward  to  plan  activities  that  promote  avid 
reading,  then  rolled  up  their  sleeves  to  make  available  10,276,277  new  books  for 
children  to  choose,  keep,  and  read.  Local  projects  receive  Federal  funds  onlv  for 
books,  none  for  administration. 

•  The  RIF/Book  Program  served  children  at  15,322  sites,  not  only  in  schools   and 
libraries,  but  also  in  community  centers,  housing  projects,  migrant  labor  camps.  Head 
Start  and  Even  Start  centers,  juvenile  detention  centers,  hospitals,  and  many  other 
places  where  RIF  has  the  ability  to  reach  and  serve  young  people. 

•  Reading  Is  Fundamental  and  the  liKal  projects  leveraged  $11.81  per  child  in  private 
funds,  goods,  and  services  to  augment  the  program  at  no  cost  to  the  government. 

•  All  of  this  cost  the  taxpayer  only  $3.14  per  child  served,  for  the  entire  year. 

Results 

The  RIF/Book  Program  has  amassed  a  demonstrated  record  of  results.  As  the  one  nationwide 
program  with  the  singular  purpose  of  getting  reading  materials  into  children's  homes 
permanently,  it  gets  them  to  read  often  and  motivates  them  to  "practice"  reading.  It  involves 
parents  in  children's  reading  and  engages  communities  in  supporting  children's  education. 
Assessments,  reports,  surveys,  and  other  analyses  confirm  the  following  results: 

1.  Children  read  more.  Parents,  teachers,  and  children  themselves  report  that  children  spend 
more  time  reading;  they  read  more  books.  They  talk  about  plots  and  characters,  favorite 
authors,  and  preferences  for  genres,  such  as  mysteries  or  biographies.  They  exchange  books 
with  friends,  and  pass  them  to  siblings.  They  begin  the  journey  of  lifelong  readers. 

"Many  of  our  parents  do  not  even  have  cars  to  lake  their  children  to  the  library,  let  alone  the 
money  to  buy  them  a  hook.  RIF  is  reaching  out  to  those  who  thirst  to  read  but  cannot  afford 
it. "  — from  Scranton,  Pennsylvania. 

2.  Children — and  their  families — use  libraries  more.  Both  school  and  public  librarians  cite 
increased  library  use  as  a  result  of  the  RIF/Book  Program.  School  librarians  report  that 


students  begin  asking  for  particular  authors,  litics,  and  themes.  Public  librarians  report  that 
more  families  visit  their  libraries  when  their  children  are  involved  with  RIF. 

3.  Children's  reading  ability  improves.  Teachers  and  school  administrators  report  that  the 
RIF/Book  Program  plays  a  significant  role  in  strengthening  students'  reading  ability. 

"Children  relate  reading  with  fun.  not  just  a  school  activity.    Our  children's  reading  abilities 
improve  with  RIF. "  —from  Spencer,  Iowa. 

4.  Children's  attitude  toward  learning  improves.  Parents  and  teachers  report  that  as 
children  become  better  readers,  they  become  more  engaged  in  other  learning. 

"One  fifth  grader  chose  a  fact-filled  book  about  the  human  body  because,  as  she  said,  7  plan 
to  study  medicine  and  become  a  doctor,  and  I'm  not  going  to  let  anything  stop  me. "  — from 
Hood  River,  Oregon. 

5.  Parents  become  more  involved  with  their  children's  reading  and  learning.  The 

RIF/Book  Program  teaches  parents  practical  skills  to  bring  up  their  children  as  readers.  For 
parent  volunteers,  helping  to  run  the  program  trains  them  in  management,  budgeting,  book 
selection,  organization,  and  developing  creative  reading  activities.  A  full  third  of  RlF's  nearly 
180,000  volunteers  are  parents  of  the  children  served.  The  RIF/Book  Program  is  a  potent 
force  for  parental  involvement. 

Because  the  results  of  this  award-winning  program  are  well-known  nationally,  youth-group 
leaders,  school  teachers,  and  parents  across  America  want  RIF  in  their  communities.  At  the 
end  of  last  fiscal  year,  RIF  had  a  waiting  list  of  2,000  funding  requests  for  new  programs. 
Had  there  been  sufficient  funds  to  honor  the  requests,  these  programs  would  serve  some  1.4 
million  additional  children,  89%  of  whom  have  been  identified  as  having  special  needs. 


Cost-EfTective  and  Credible 

Early  in  the  history  of  the  Inexpensive  Book  Distribution  Program,  the  New  York  Times  called 
it  "one  of  those  rare  examples  of  how  the  government  has  joined  with  the  grassroots 
community  and  virtually  everyone  has  wound  up  applauding."  Today,  the  applause  continues 
for  one  of  the  nation's  most  cost-effective,  credible  programs. 

RIF's  services  have  received  one  of  only  seven  A+  ratings  from  the  American  Institute  of 
Philanthropy.  Chronicle  of  Philanthropy  readers  deemed  RIF  "one  of  the  top  20  most 
credible"  organizations,  while  Parents  magazine  named  it  "one  of  the  top  15  groups  that 
really  help  kids." 

The  combination  of  the  sound  foundation  of  the  RIF/Book  Program  and  Reading  Is 
Fundamental's  reputation  have  brought  to  the  program  the  aid  of  some  of  the  nation's  most 
prominent  corporations,  foundations,  and  service  organizations.  Many  have  joined  forces  with 
RIF  to  enhance  the  program.  Among  them:  Chrysler  Corporation,  Ameritech,  General 
Electric,  Kiwanis  International,  PTOs  &  PTAs,  Lions  Clubs,  Boys  &  Girls  Clubs,  Libraries, 
Jaycccs,  Even  Start,  local  businesses.  Alpha  Kappa  Alpha  sorority.  Head  Start,  Rotary  Clubs, 
and  others. 

RIF  has  also  been  able  to  negotiate,  on  a  nationwide  scale,  discounts  and  services  from  254 
book  suppliers.  As  a  result,  program  funds  serve  more  children.  Book  discounts  of  the  size 
RIF  secures  could  not  be  negotiated  locale  by  locale — nor  could  management  and  operations 
costs  be  kept  so  low. 

RIF  also  accounts  for  Federal  funds  with  rigor.  RIF  is  regulariy  audited,  sometimes  twice  a 
year.  In  all  the  years  it  has  operated  the  RIF/Book  Program,  not  so  much  as  one  penny  of 
Federal  funds  has  gone  unaccounted  for.  Every  year,  RIF  provides  Congress  and  taxpayers  a 


detailed  accounting  of  the  local  programs  it  funds— where  they  operate,  the  number  of 
children  served,  the  number  of  books  placed  in  children's  hands,  and  what  programs  have 
accomplished. 

Suited  to  Every  Community 

The  book  distribution  program  is  an  exemplary  model  of  a  Federally  funded  program  that 
helps  citizens  help  themselves.  RIF  has  a  capability  not  available  to  most  Federal  education 
programs:  its  flexible,  community-controlled  program  can  adapt  to  nearly  any  curriculum  or 
child-oriented  service. 

The  local  residents  who  deliver  this  program  make  the  major  decisions  about  which  children 
to  serve  and  what  activities  to  use.  Volunteers  customize  RIF  programs  to  reflect  the  specific 
needs,  preferences,  and  identities  of  their  local  children.  Teachers  and  other  volunteers  use  the 
program  to  enhance  classroom  curricula  or  address  local  concerns.  In  this  way,  RIF  "honors 
local  wisdom"  and  strikes  a  remarkable  balance  between  the  national  and  the  local,  the 
collective  and  the  individual,  the  Federal  government  and  the  local  citizen. 

In  addition,  RIF  has  built  upon  the  foundation  of  the  RIF/Book  Program  to  develop  projects 
targeted  for  some  of  the  nation's  children  and  famihes  most  in  need.  These  privately  funded 
initiatives  include-  programs  to  train  Head  Start  parents  to  operate  RIF  projects;  programs  that 
teach  young  parents'  how  to  bring  up  their  children  as  readers;  family  literacy  training  for 
low-literacy  level  parents  in  adult  learner  programs;  intensive  reading-incentive  programs  for 
first  graders;  family  reading  rallies,  workshops,  and  training  sessions;  annual  poster  and  at- 
home  reading  contests  to  motivate  young  readers  across  the  country;  reading  comers  and 
books  for  children  in  homeless  shelters;  a  series  of  literacy  guidance  booklets  for  parents;  and 
a  supplemental  hands-on  science  program  that  links  scientific  discovery  and  books.  All 
enhance  the  basic  efforts  of  the  RIF/Book  Program. 

A  National  Priority 

Literacy  is  a  national  heritage  of  strength.  Americans'  literacy  skills  continue  to  fuel  the 
nation's  triumphs — while  low  literacy  contributes  to  school  drop-out  rates,  adolescent 
pregnancy,  unemployment,  poverty,  and  homelessncss.  Reading  skill  is  arguably  the  most 
important  tool  our  children  need  for  navigating  through  life's  pitfalls,  toward  independence, 
opportunity,  and  achievement. 

Reading  Is  Fundamental  and  the  Inexpensive  Book  Distribution  Program  contfibute  to  the 
critical  reading  progress  of  America's  children  in  many  tangible  ways. 

The  RIF/Book  Program  clearly  provides  what  our  children  need  to  become  skilled,  fluent 
readers  for  the  21st  century.  And  it  does  so  in  the  most  cost-effective,  efficient  way  possible. 
This  is  a  time-tested,  sound  program  that  gets  young  people  to  read,  and  develops  their 
interest  in  learning.  It  achieves — dollar  for  dollar,  child  by  child — far  more  than  it  costs. 

We  respectfully  urge  a  continued  appropriation  of  at  least  $10.3  million  in  FY  1997  for  the 
Inexpensive  Rook  Distribution  Program. 


STATEMENT  OF  THE  ALLIANCE  FOR  EYE  AND  VISION 
RESEARCH  [AEVR] 

The  Alliance  for  Eye  and  Vision  Research  (AEVR)  is  pleased  to  have  this 
opportunity  to  submit  written  testimony  in  support  of  fiscal  year  1997  funding  for 
the  National  Eye  Institute. 

The  Alliance  for  Eye  and  Vision  Research  (AEVR)  is  a  non-profit  organization 
established  to  promote  optimal  eye  care  for  all  Americans  through  public  education 


and  research.  We  recognize  the  tremendous  contributions  eye  and  vision  research 
has  made  to  improving  the  quality  of  life  for  millions  of  Americans  and  urge 
Congress  to  continue  its  commitment. 

The  gift  of  sight  is  one  which  so  many  take  for  granted  and  yet  one  which  is  so 
fragile.  There  is  not  one  person  in  this  room  who  is  not  at  risk  of  either  total  or 
partial  loss  of  vision.  Certain  groups  cf  Americans  have  especially  serious 
problems.  Two  examples  would  be  among  elderly  African  Americans  -  about  1  in 
10  have  glaucoma  -  and  among  persons  in  nursing  homes  -  1  in  6  are  legally  blind 
in  both  eyes. 

We  deeply  appreciate  the  wisdom  of  the  Congress  in  funding  the  National  Eye 
Institute  and  the  National  Institutes  of  Health.  We  recognize  the  competing  priorities 
among  worthy  causes  and  the  limited  resources  available. 

And  while  we  have  made  great  strides  in  preventing  some  of  the  causes  of  blindness 
and  reducing  the  adverse  affects  of  partial  vision  loss,  our  mission  is  far  from 
complete.  Rather,  it  has  just  begun.  We  are  on  the  verge  of  significant 
breakthroughs  in  most  of  the  blinding  diseases  -  thanks  to  the  support  of  Congress. 

Despite  the  fact  that  visual  problems  affect  over  100  million  Americans  and  are  a 
leading  cause  of  disability,  funding  for  the  National  Eye  Institute  (NEI)  has  not  kept 
pace  with  funding  for  the  rest  of  the  National  Institutes  of  Health  (NIH).  Since 
1985.  NIH  has  grown  by  more  than  30  percent,  while  NEI  has  grown  by  only  6 
percent. 

Failure  to  make  an  adequate  investment  in  eye  and  vision  research  will  have 
disastrous  consequences  in  the  years  ahead.  Inadequate  funding  for  eye  and  vision 
research  will  not  only  be  felt  in  lost  productivity  and  a  reduction  in  the  quality  of  life 
for  millions  of  Americans,  but  it  will  also  increase  substantially  our  nation's  health 
care  bill.  Current  estimates  put  the  total  cost  for  treating  blindness  and  irreversible 
impairment  of  sight  in  excess  of  $38  billion. 

These  figures  will  increase  dramatically  in  the  years  to  come  if  advances  in 
prevention  and  cure  are  not  found.  By  the  year  2030.  the  number  of  cases  of 
cataracts,  glaucoma  and  age-related  vision  degeneration  will  double,  as  will  the 
number  of  persons  bilaterally  blind. 

Currently,  cataracts  affects  nearly  one-third  of  all  Americans  between  the  ages  of  65 
and  74.  The  surgery  and  related  costs  of  treating  cataracts  for  Medicare 
beneficiaries  is  estimated  at  over  5  billion  annually  or  nearly  12%  of  Medicare  Part 
B  expenditures! 

Even  if  we  cannot  prevent  cataracts,  simply  delaying  their  onset  would  save  billions 
of  dollars  and  substantially  improve  the  quality  of  peoples  lives  for  many  years. 
Achieving  a  10  year  delay  in  the  rate  of  cataract  development  would  result  in  the 
avoidance  of  50%  of  cataract  surgeries,  saving  $2.5  billion  in  Medicare 
expenditures. 

Glaucoma,  which  afflicts  3  million  people,  has  caused  blindness  in  120.000  people. 
Glaucoma  is  the  leading  cause  of  blindness  in  African- Americans.  Many  researchers 
believe  we  are  close  to  identifying  a  "glaucoma  gene."    The  ability  to  identify  the 


actual  gene  that  triggers  glaucoma  holds  great  promise  for  eventually  understanding 
and  treating  the  various  forms  of  the  disease. 

Age-related  macular  degeneration,  the  most  common  cause  of  severe  visual  loss  in 
older  Americans,  affects  nearly  2  million  seniors.  Research  funded  by  the  NEI  has 
demonstrated  that  laser  surgery  can  slow  vision  loss  with  certain  forms  of  this 
disorder.  Prior  to  this  finding,  this  form  of  degenerative  vision  loss  was  considered 
untreatable.  However,  despite  this  success,  only  a  small  proportion  of  persons  with 
macular  degeneration  can  be  successfully  treated  at  this  time. 

Perhaps  the  most  dramatic  effect  of  the  NEI's  research  efforts  has  been  in  the  area 
of  blindness  associated  with  diabetes.  Historically,  50%  of  those  with  diabetic 
retinopathy  were  blind  within  5  years  of  diagnosis.  Today,  a  person  diagnosed  with 
this  disease  has  a  better  than  95%  chance  of  preventing  blindness  as  a  result  of 
treatment  developed  from  NEI  research.  Beyond  the  personal  value  of  this  research 
to  those  suffering  from  this  disease,  the  financial  savings  are  nearly  $2  billion  per 
year. 

The  National  Eye  Institute  has  not  only  been  successful  at  identifying  what  works 
in  the  areas  of  prevention  and  treatment  of  blindness  and  visual  impairment,  but  it 
has  also  done  tremendous  work  in  showing  what  does  not  work. 

NEI's  optic  neuritis  treatment  trial  found  that  oral  corticosteroids  were  not  effective 
in  treating  optic  neuritis  -  saving  an  expected  $26  million  annually  in  unnecessary 
treatment  costs. 

NEI's  collaborative  corneal  transplantation  study  showed  that  donor  recipient  tissue 
matching  was  not  effective  in  reducing  transplantation  rejection.  Had  this 
ineffective  process  become  standard,  the  cost  of  corneal  transplants  would  have  risen 
by  approximately  $1,000  per  case. 

The  President's  Budget  Request  for  FY  1997  recommended  a  3.9  percent  increase 
in  funding  for  the  NIH.  However,  the  Administration  proposes  that  approximately 
two-thirds  of  that  increase  be  used  for  construction  of  a  new  NIH  Clinical  Research 
Center,  leaving  NIH  overall  with  a  1.64  percent  increase  and  NEI  with  a  1.6  percent 
increase  for  FY  1997.  This  request  actually  represents  a  significant  cut  in  funding 
in  light  of  the  fact  that  the  projected  biomedical  inflation  rate  could  be  as  high  as  3.7 
percent  for  FY  1997. 

The  Alliance  for  Eye  and  Vision  Research  believes  Congress  should  continue 
funding  for  the  National  Eye  Institute  at  levels  consistent  with  the  research  goals 
outlined  in  the  NEI  five  year  research  plan  developed  in  1994.  For  fiscal  year  1997, 
this  would  require  a  funding  level  of  $350.4  million. 

In  addition,  while  we  recognize  the  fiscal  constraints  confronting  the  federal 
government,  AEVR  respectfully  requests  that  Congress  approve  a  6.5%  increase  for 
the  National  Institutes  of  Health.  This  $776  million  increase  is  consistent  with  the 
recommendation  of  the  Ad  Hoc  Group  for  Biomedical  Research. 

A  6.5%  increase  would  enable  scientists  to  capitalize  on  many  of  the  exciting  and 
promising  research  opportunities  that  have  been  developed  over  the  past  few  years. 


The  United  States  has  been  a  world  leader  in  biomedical  and  behavioral  research  and 
it  is  essential  that  we  maintain  that  leadership  position.  Only  with  a  continued  strong 
federal  commitment  to  medical  research  can  we  meet  our  future  health  care 
challenges.  Much  to  its  credit  and  to  the  benefit  of  all  Americans,  this 
Subcommittee  has  consistently  been  at  the  forefront  in  promoting  the  Federal 
government's  role  in  supporting  basic  research. 

Finally,  we  would  oppose  any  effort  to  combine  NEI  with  any  of  the  other  NIH 
institutes.  While  this  is  more  of  an  issue  for  the  authorizing  committee,  it  is  always 
possible  that  some  might  seek  to  achieve  through  the  appropriation  process  what  is 
unachievable  through  the  authorizing  process. 

Ironically,  the  nation's  return  on  its  investment  in  eye  and  vision  research  is  one  of 
the  best  deals  in  town.  The  National  Eye  Institute  is  one  of  the  most  efficiently  run 
institutes  at  NIH.  NEI  staff  carry  a  workload  nearly  double  that  of  employees  at  the 
other  institutes  and  the  management  overhead  costs  of  NEI  are  less  than  half  that  of 
some  of  the  other  NIH  institutes.  Alliance  members  are  justifiably  proud  of  the 
scientific  management  team  at  NEI  maximizing  research  accomplishments  with  the 
lowest  possible  overhead. 

Surveys  have  repeatedly  demonstrated  that  going  blind  is  one  of  the  most  feared  of 
all  potential  disabilities.  In  recognition  of  this  fact,  the  Alliance  for  Eye  and  Vision 
Research  strongly  encourages  this  Subcommittee  to  continue  to  provide  essential 
support  for  the  mission  and  goals  of  the  National  Eye  Institute. 

Our  nation's  investment  in  eye  and  vision  research  has  been  and  continues  to  pay 
dividends.  Continued  support  for  eye  and  vision  research  will  lead  to  further 
improvements  in  the  quality  of  life  for  millions  of  Americans. 

Thank  you  for  providing  the  Alliance  for  Eye  and  Vision  Research  this  opportunity 
to  submit  written  testimony. 


STATEMENT  OF  ROBERT  W.  DAY,  M.D.,  PRESIDENT  AND 
DIRECTOR,  FRED  HUTCHINSON  CANCER  RESEARCH  CENTER 

The  Fred  Hutchinson  Cancer  Research  Center  (FHCRC)  appreciates  the  opportunity 
to  submit  testimony  for  the  record  as  the  Labor,  Health  and  Human  Services 
Committee  addresses  Fiscal  Year  funding  priorities  for  19976.  As  a  federally- 
designated  Comprehensive  Cancer  Center,  founded  in  1972,  the  FHCRC  supports 
four  core  divisions:  (1)  basic  sciences,  (2)  clinical  research,  (3)  molecular  medicine, 
and  (4)  public  health  sciences. 

Thank  you  for  the  tremendous  support  provided  to  the  National  Institutes  of  Health 
(NIH)  in  FY  1996.  The  targeted  appropriation  for  the  NIH  was  unprecedented  and 
had  a  very  stabilizing  impact  on  our  current  research  initiatives.  Further,  the 
legislation  passed  in  January  sent  a  clear  signal  to  medical  researchers  that  the  their 
efforts  to  improve  the  health  and  well  being  of  the  American  public  are  valued  by 
this  Congress.   We  are  grateful  for  your  vote  of  confidence. 


Federally  designated  cancer  centers  establish  an  interactive  research  environment, 
allowing  all  cancer-interested  investigators  to  convene,  share  ideas,  explore 
innovative  approaches  to  cancer,  engage  in  collaborative  research  projects  and 
effectively  translate  laboratory  findings  to  the  bedside  and  to  the  community.  The 
Center  serves  as  a  pivotal  force  in  the  development  of  new  basic  science  knowledge 
and  the  translation  of  such  new  knowledge  into  multiple  disciplines  (prevention, 
detection,  and  therapy)  of  clinical  cancer  investigation.  It  also  allows  for  the 
exploration  of  novel  clinical  ideas  in  high-priority  diseases  (breast,  ovarian,  cervical, 
and  prostate  cancers,  and  AIDS). 

This  statement  will  address  the  following  specific  points: 

(1)  The  importance  of  continued  support  for  medical  research  as  a  national 
investment  priority. 

(2)  Indirect  costs  and  their  impact  on  the  conduct  of  research. 

(3)  Funding  request  for  the  National  Cancer  Institute. 

SUPPORTING  A  STRONG  RESEARCH  AGENDA  AS  A  NATIONAL  PRIORITY 

There  is  no  better  example  of  what  the  federal  government  can  do,  and  do  well,  than 
its  long  standing  tradition  in  support  of  medical  research  at  the  NIH.  The  primary 
goal  of  this  funding  for  cancer  research  is  to  identify  cures,  successful  treatments 
and  effective  approaches  to  prevention.  To  achieve  these  objectives,  many  additional 
benefits  of  the  funding  investment  have  resulted. 

Economic  BeneHts:  Approximately  85%  of  the  money  provided  to  the  National 
Cancer  Institute  (NCI)  is  invested  in  research  institutions  across  the  country.  Annual 
economic  contributions  of  the  NIH  are  estimated  at  $44.6  billion  in  sales;  $17.9 
billion  in  employee  incomes;  and  726,000  jobs.  Thus,  the  federal  investment  of 
taxpayer  dollars  has  had  a  multiple  ripple  effect  regionally. 

Stimulation  of  Private  Sector  Investment:  The  investment  in  the  National  Cancer 
Institute  has  provided  the  basic  research  engine  to  stimulate  investments  by  the 
biotechnology  and  pharmaceutical  industries.  Together,  these  industries  contribute 
some  $100  billion  annually  to  the  American  economy  supporting  200,000  high- 
paying,  high  skilled  jobs.  The  number  of  companies  involved  in  cancer  drug 
development  have  doubled  from  49  in  1993  to  98  in  1995.  In  addition,  there  are 
215  drugs  in  development  by  these  research  based  companies  and  the  National 
Cancer  Institute.  At  the  Fred  Hutchinson  Cancer  Research  Center's  laboratories 
alone,  research  discoveries  have  led  to  the  establishment  of  11  new  biotechnology 
companies  in  the  Pacific  Northwest. 

Health  Care  Savings:  In  a  recent  report,  the  NIH  estimated  that  approximately  $4.3 
billion  invested  in  NIH-supported  clinical  and  applied  research  had  potential  to 
realize  a  one-year  savings  of  between  $9.3  billion  and  $13.6  billion.  A  study  by  the 
Federation  of  American  Societies  for  Experimental  Biology  identified  63  medical 
innovations  over  the  years  with  combined  annual  savings  of  more  than  $69  billion. 
With  the  total  cost  for  health  care  in  1993  approximately  $885  billion,  continued 
progress  against  heart  disease,  cancer,  diabetes,  AIDS  and  other  diseases  would 
result  in  enormous  savings. 
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Economic  Competitiveness.  The  Bayh-Dole  Act  of  1980  and  the  Federal 
Technology  Transfer  Act  of  1986  were  enacted  to  stimulate  partnerships  with  the 
private  sector,  to  encourage  technological  innovation,  to  increase  translation  of 
federally-sponsored  research  and  to  heighten  our  international  competitiveness.  As 
a  result  of  these  Acts,  applications  for  patents  based  on  NIH  research  has  increased 
by  300%,  from  890  to  2,600  over  the  past  decade. 

Mr.  Chairman,  Members  of  the  Committee,  investing  in  NIH  and  NCI  is  an 
investment  in  the  economy  and  the  health  of  this  nation.  The  investment  priorities 
of  this  country  should  produce  significant  benefit  by  improving  our  economic  base, 
increasing  our  technological  capabilities  and  protecting  precious  resources.  There 
is  no  better  example  of  these  principles  than  the  research  programs  funded  by  the 
NIH. 

INDIRECT  COSTS 

This  Committee  has  had  considerable  interest  in  the  issue  of  indirect  costs  in  the 
past.  Both  direct  and  indirect  costs  are  real  and  necessary  expenses  associated  with 
the  conduct  of  research.  Direct  costs  are  specific  to  the  work  performed.  These 
include  salaries  of  investigators  and  support  staff,  supplies  and  some  small  equipment 
items,  travel,  consultants  and  other  very  specific  items  necessary  to  do  the  research. 

Another  component  of  costs,  the  overhead,  or  what  is  termed  "indirect  costs"  may 
be  viewed  as  three  parts:  (1)  services  in  support  of  research,  (2)  operations  in 
support  of  research,  and  (3)  scientific  plant.  The  first  two,  services  and  operations 
in  support  of  research,  although  termed  indirect,  are  indeed  as  essential  to  the 
conduct  of  research  as  are  "direct"  costs.  Service  items  include  purchasing,  payroll, 
recruiting  laboratory  employees,  accounting,  grant  administration,  regulatory 
compliance,  legal  costs  etc.  Operations  items  include  utilities,  maintenance  and 
housekeeping,  security,  transportation,  and  daily  costs  of  operating  the  facilities. 

The  third  component  of  current  "indirect  costs"  is  the  physical  plant  in  which  the 
work  is  conducted.  These  scientific  plant  costs  may  indeed  constitute  an  "indirect" 
or  "overhead"  cost  in  the  more  traditional  use  of  these  terms.  These  costs  include 
interest  and  depreciation  expenses  for  buildings,  equipment,  and  leases.  The  time 
horizon  of  these  costs  is  greater  than  that  budgeted  for  research  projects. 
Importantly,  this  support  allows  updating  of  plant  and  equipment  so  that  the 
aggregate  research  activity  of  the  country  may  remain  competitive  and  at  first  rank 
scientifically.  These  investments  have  significant  implications  for  our  nation's  long 
term  competitiveness  and  excellence  in  science. 

In  1982  the  Regan  Administration  codified  changes  in  indirect  cost  reimbursement 
which  provided  incentives  to  research  institutions  to  undertake  the  risk  of 
constructing  new  facilities.  Essentially,  regulatory  modifications  in  the  governance 
of  indirect  cost  reimbursement  policies  were  made  which  enabled  institutions  to 
amortize  facilities  debt  of  new  construction  against  grants  that  their  investigators 
were  awarded  through  the  peer  review  process. 

Reductions  in  indirect  cost  reimbursements  would  have  a  deleterious  affect  on  our 
capacity  to  support  research  investigations.     Any  attempt  to  alter  the  current 
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commitments  would  cripple  the  very  institutions  that  have  invested  in  the  facilities 
that  produce  some  of  America's  most  significant  research  and  contribute  to  the 
nation's  competitiveness.  Institutions  with  major  research  activity  and  new  facilities, 
and  therefore  relatively  high  total  indirect  cost  rates  resulting  from  their  capital 
investment,  would  be  most  affected.  The  very  institutions  that  responded  to  explicit 
federal  policy  in  1982  encouraging  investment  in  research  facilities,  and  now  bear 
new  fixed  costs,  would  be  the  ones  denied  reimbursement.  They  unquestionably 
would  be  devastated  financially  and  irreparably  impaired  in  their  ability  to  perform 
federal  research. 

The  Hutchinson  Center  operates  on  the  indirect  costs  collected  in  conjunction  with 
every  major  grant  and  contract  research  activity.  Any  reduction  in  indirect  cost 
reimbursement  would  have  a  serious  impact  on  our  ability  to  function  and  to 
continue  repayment  of  long  term  debt  and  leases.  We  ask  the  Subcommittee  to 
carefully  consider  any  proposals  for  altering  the  current  guidelines  for 
reimbursements  essential  to  the  conduct  of  research.  Arbitrary  reductions  would 
have  a  chilling  effect  on  the  scientific  enterprise  in  this  country. 

FXfNDING  RECOMMENDATIONS 

We  recognize  that  medical  research  funding  competes  for  resources  against  many 
other  worthwhile  federally-funded  programs.  However,  when  it  comes  to  medical 
and  cancer  research,  we  believe  that  the  payoffs  have  been  significant. 

Given  the  tremendous  investment  potential  of  the  NIH  and  NCj,  we  are  disappointed 
with  the  President's  Budget  Request  which  asks  for  a  1.3%  increase  for  the  National 
Cancer  Institute.  The  FHCRC  recognizes  the  need  to  improve  the  nation's  fiscal 
solvency  by  reducing  the  federal  deficit,  and  we  understand  that  all  federal  funding 
must  be  closely  scrutinized  and  evaluated  to  ensure  our  tax  dollars  are  being  spent 
wisely. 

Since  1980,  when  adjusted  for  inflation,  ftinding  for  the  NIH  has  increased  by  15 
percent,  compared  to  a  one  percent  increase  for  the  NCI.  We  understand  that  parity 
is  not  going  to  happen  overnight.  We  support  the  National  Coalition  for  Cancer 
Research  (NCCR)  request  of  a  6.5%  increase  in  funding  for  NCI  in  FY  1997  as  a 
first  significant  step  towards  parity  with  the  rest  of  the  NIH. 


STATEMENT  OF  HEATHER  R.  ERASER,  CONSUMER  AFFAIRS 
COORDINATOR,  CYSTIC  FIBROSIS  FOUNDATION 

The  Cystic  Fibrosis  Foundation  (CFF)  would  like  to  offer  the  following  testimony  by 
Heather  R.  Fraser,  CFF  consumer  affairs  coordinator,  for  the  written  record.  The 
CFF  represents  the  30,000  children  and  young  adults  with  cystic  fibrosis  (CF)  in  this 
country.  CF  is  the  most  common  fatal  genetic  disease  affecting  adolescents. 
Recurrent  respiratory  infections  and  gastrointestinal  eventually  lead  to  premature 
death.  CF  exacts  a  massive  physical,  emotional,  and  financial  toll  on  the  patients  and 
families  of  those  afflicted.  Individuals  with  CF  are  frequently  hospitalized  for 
recurrent  bacterial  infections  in  the  lungs,  endoscopic  sinus  surgery,  and  bronchial 
artery  embolizations  designed  to  correct  holes  in  the  walls  of  the  arteries  and  veins 
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surrounding  the  lungs.  Each  of  these  life-improving,  as  well  as  life-saving 
procedures  would  not  be  available  to  cystic  fibrosis  patients  if  not  for  the  continued 
infusion  of  dollars  into  biomedical  research. 

The  National  Institutes  of  Health  (NIH)  and  the  CFF  continue  to  work  together  to 
provide  a  base  for  leadership  in  biomedical  research  in  this  country  that  is 
unparalleled  throughout  the  world.  This  leadership  is  essential  for  continuing  the 
programs  that  will  someday  find  a  cure  for  this  deadly  disease.  Already  we  have 
achieved  a  wonderful  pipeline  of  new  scientific  discoveries  that  will  be  translated 
into  lifesaving  treatments  for  thousands  of  individuals  with  CF.  However,  that  will 
take  dollars. 

We  are  encouraged  by  the  pace  and  progress  of  CF  research  and  yet,  our  optimism  is 
threatened  at  the  thought  of  budgetary  axes  chopping  away  at  the  NIH  budget. 
Patients  with  CF  confront  challenging  hurdles  every  day  just  to  stay  alive  so  that  they 
may  hear  the  words  "we  found  a  cure."  You  hold  the  power  to  make  that  dream  a 
reality.  Much  of  the  progress  in  CF  research  has  been  made  possible  because  of  your 
continued  support  and  vision  to  nurture  and  expand  biomedical  research  in  our 
nation. 

The  Appropriations  Committee  has  some  difficult  decisions  to  make  to  return  this 
country  to  financial  solvency.  The  CF  community  applauds  the  committee  for  your 
past  heroic  efforts  to  fight  for  the  expansion  of  the  NIH  in  general,  and  specifically 
for  CF  programs  in  the  budget.  By  your  commitment,  you  have  acknowledged  that 
the  American  people  believe  that  nothing  is  more  important  than  one's  health.  The 
Foundation  agrees  with  the  Ad  Hoc  Group  for  Biomedical  Research  that  the  1997 
NIH  budget  should  be  provided  with  a  minimum  of  a  6.5%  increase  so  that  the 
institution  may  grow  to  take  advantage  of  the  scientific  opportunities  that  abound. 

For  the  future  of  individuals  with  CF  and  other  life-threatening  diseases,  it  is  critical 
that  the  NIH  receive  adequate  funding.  We  are  now  beginning  the  era  of  molecular 
medicine.  Due  to  the  ability  of  scientists  to  isolate  genes  and  grow  them  by 
recombinant  technologies,  we  are  at  the  threshold  of  witnessing  one  of  the  greatest 
achievements  in  modem  medicine.  You  may  be  familiar  with  cystic  fibrosis  gene 
therapy  research  ~  our  news  over  the  past  few  years  has  been  remarkable.  When 
scientists  discovered  the  gene  in  1989,  they  had  the  "ultimate  drug"  to  cure  this 
disease  -  a  gene  therapy  treatment  containing  a  copy  of  the  corrected  CF  gene. 

We  urge  you  to  continue  to  help  us  maintain  the  momentum  of  scientific  progress. 
Interest  in  cystic  fibrosis  research  is  continually  growing.  In  fact,  there  are  now  more 
than  150  CF-related  research  funding  applications  at  the  NIH.  With  adequate 
funding,  the  projects  that  will  allow  individuals  with  CF  to  live  longer,  healthier, 
more  productive  lives  will  continue  unabated.  Without  appropriate  funding,  the  NIH 
will  have  no  choice  but  to  no  longer  support  promising  research  proposals,  ensuring 
that  CF  research  slowly  grinds  to  a  halt.  We  urge  you  not  to  cut  off  the  lifeline  of 
these  patients. 

The  NIH  and  the  CFF  are  partners  in  a  tremendous  biomedical  investment.  Together 
with  your  urging,  we  have  established  nine  CF  gene  therapy  centers  at  leading 
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medical  institutions  across  the  country.  To  date,  90  patients  with  cystic  fibrosis  have 
undergone  experimental  gene  therapy,  and  the  initial  results  look  very  promising. 

Biomedical  research  at  universities  must  be  a  priority  of  this  country.  University 
researchers  are  training  the  next  generation  of  scientists  and  clinicians.  By  providing 
increased  ftinding  to  the  NIH,  careers  in  biomedical  research  are  more  attainable  to 
young  physicians.  An  increase  in  NIH  funding  ensures  that  future  scientists  and 
clinicians  will  be  trained  to  stay  on  the  cutting  edge  of  biomedical  technology.  This 
is  an  area  in  which  we  already  lead  the  world!  For  example  Pulmozyme,  the  first 
new  dmg  developed  specifically  for  CF  in  30  years,  is  the  breakthrough  product  of 
the  U.S.  biotech  industry. 

The  partnership  between  the  NIH  and  the  Cystic  Fibrosis  Foundation  has  taken  us 
far.  However,  the  need  for  funds  to  back  the  best  and  the  brightest  scientists  and 
clinicians  remains,  in  order  that  we  may  one  day  soon  develop  the  cure  for  cystic 
fibrosis. 

The  CF  community  applauds  past  Congressional  efforts  to  make  our  goverrmient 
more  responsive  to  the  medical  needs  of  all  Americans  by  supporting  the  NIH.  We 
urge  Congress,  on  behalf  of  the  thousands  of  children  and  young  adults  aflflicted  with 
CF.  to  provide  the  requested  $776  million  increase  for  NIH  sponsored  programs  in 
FY  1997. 

In  many  ways,  the  NIH  protects  the  ver>'  lifeblood  of  our  United  States.  The  wheels 
of  scientific  progress  must  continue  to  turn  rapidly  —  any  interruption  will  cut  the 
futures  of  many  young  individuals  unnecessarily  short.  We  are  all  holding  on  to  the 
singular  hope  that  medical  research  and  the  pipeline  of  new  treatments  leading  to  a 
cure  for  cystic  fibrosis,  will  continue.  Thank  you  for  your  interest. 


STATEMENT  OF  THE  ASSOCIATION  OF  AMERICA'S  PUBLIC 
TELEVISION  STATIONS 

This  testimony  is  submitted  on  behalf  of  the  Association  of  America's 
Public  Television  Stations,  which  represents  the  202  local  licensees 
operating  351  public  television  stations  that  reach  virtually  every 
American  television  household,  over  the  air  and  free. 

The  goal  of  each  local  station  is  to  serve  its  community.  Licenses  are  held 
by  a  community,  a  university,  or  a  state  or  local  government.  Stations  are 
governed  by  boards  composed  of  people  u^ho  live  and  have  a  personal 
investment  in  their  communities;  programming  decisions  are  made  at 
the  local  level  to  determine  the  special  needs  of  that  community. 

We  are  requesting  the  subcommittee  to  appropriate  funds  for  the 
Corporation  for  Public  Broadcasting  for  FY  1999  in  the  amount  of  $275 
million.  This  amount  is  the  same  as  our  current  funding  and  wrill  ensure 
that  public  broadcasting  services  continue  to  be  universally  available  to 
the  American  public. 
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Since  1968,  the  federal  government  has  provided  financial  support  to  the 
public  broadcasting  system  through  an  annual  appropriation.  The 
Corporation  for  Public  Broadcasting  receives  the  federal  appropriation 
and  dispenses  those  moneys  to  local  television  and  radio  stations  through 
community  service  grants  (CSGs.)  On  average,  the  CSG  provides  one- 
sixth  of  the  revenue  for  a  public  television  station.  This  figure  varies 
widely,  however.  Many  small  rural  stations  depend  on  federal  support  for 
30  percent,  and  for  a  few  the  CSG  is  almost  half  their  operating  budgets. 

Among  major  producing  stations  with  larger  budgets,  the  federal  share  is 
considerably  less,  often  under  ten  percent.  Yet  for  these  producing 
stations,  the  federal  moneys  are  the  seed  money  for  major  national 
productions.  Without  these  unrestricted  funds,  the  producers  would  be 
unable  to  begin  productions  and  attract  other  funding.  In  each  case,  the 
importance  of  the  federal  contribution  far  outweighs  the  relative 
proportion  it  represents  of  the  station's  total  revenues. 

When  the  104th  Congress  convened  a  year  ago,  Washington  responded  to 
a  call  for  change.  Americans  wanted  less  government  and  some  in 
Washington  interpreted  the  call  for  less  government  to  include  public 
broadcasting.  Should  the  federal  government  have  a  role  in  financially 
supporting  the  public  broadcasting  system?  The  American  people 
responded  with  a  flood  of  letters  and  calls  to  Washington,  clearly 
articulating  that  they  value  public  television  and  want  a  portion  of  their 
tax  dollars  to  support  it. 

A  1995  Roper  poll  confirmed  this  widespread  support:  Americans  ranked 
public  television  third  among  all  government  services  in  terms  of  value 
received  for  tax  dollars  paid.  An  Opinion  Research  Poll  Qanuary  1995) 
found  that  84  percent  of  Americans  would  like  to  see  Congress  maintain 
funding  for  public  broadcasting;  half  of  those  advocating  an  increase. 
Other  polls  conducted  by  USA  Today/CNN/Gallup  Poll  January  17, 1995) 
and  Business  Week /Harris  Poll  Qanuary  1995)  also  confirmed  the 
American  public's  endorsement  of  federal  financial  support  for  public 
broadcasting. 

In  communicating  the  value  of  public  broadcasting  to  Congress,  the 
industry  and  its  millions  of  supporters  found  that  legislators  were  simply 
not  aware  of  the  many  services  and  innovations  made  possible  through 
public  television.  Some  examples  follow: 

Public  Television  is  Educational  Television 

Public  television's  roots  are  in  education  and  many  still  refer  to  it  as 
educational  television.  Today,  public  television  not  only  educates,  it 
enlightens  and  informs,  expanding  a  traditional  educational  role  into 
cultural  and  informational  programming.  While  many  viewers  are 
aware  of  public  television's  superior  on-air  programming;  they  may  not 
be  aware  of  the  multitude  of  other  services  that  go  far  beyond  the 
primetime  broadcast  schedule. 
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A  Classroom  in  Your  Living  Room 

One  of  public  television's  most  valuable  educational  services  is  its  GED 
program.  This  program  has  enabled  1.5  million  adults  to  acquire  a  high 
school  equivalency  certificate.  Eighty-eight  thousand  are  currently 
enrolled  in  this  program.  These  adults  are  able  to  obtain  their  diplomas 
while  at  home,  some  caring  for  an  elderly  parent  or  a  disabled  child; 
others  while  maintaining  a  job.  Because  of  location  still  others  did  not 
even  have  the  opportunity  to  get  their  certificates  through  other  means. 

Two-thirds  of  the  nation's  colleges  have  used  the  public  television  Adult 
Learning  Service.  Local  public  television  stations  enable  370,000  tuition- 
paying  students  the  opportunity  to  earn  a  college  degree  through 
television.   On  an  annual  basis,  this  makes  public  television  the  largest 
university  in  the  world.  These  generally  older  students  often  live  off 
campus,  are  employed  and  have  adult  responsibilities.  Public  television 
helps  them  move  ahead  by  making  a  college  degree  accessible.  We  are 
now  offering  a  program  which  will  enable  adults  to  receive  an  Associate 
of  Arts  degree  totally  through  telecourses  available  on  public  television. 

Partners  with  Schools 

Public  television  stations  work  directly  with  local  schools  in  developing 
instructional  curricula.  Stations  broadcast  an  average  of  five  and  a  half 
hours  per  day  of  instructional  programming  for  classroom  use,  enabling 
L8  million  teachers  to  use  quality  instructional  programming  to  reach 
29.5  million  students  in  70,000  schools.  Local  stations  provide  broadcast 
feeds  overnight  so  that  teachers  can  record  and  build  a  library  of 
programs.  Public  television  stations  work  with  teachers  to  enable  them  to 
use  video  most  effectively;  many  publish  special  guides  for  teachers  as 
well  as  supplementary  materials  to  facilitate  the  use  of  public  television 
programs  in  the  classroom.  They  also  offer  computer  access  to  program 
information  on  their  Learning  Link  Connections  for  schools  and  through 
their  home  pages  on  the  World  Wide  Web. 

Distance  learning  opportunities  offered  by  public  television  enable  high 
school  students  to  take  live,  interactive,  satellite  delivered  courses  in 
advanced  math,  science,  social  studies  and  foreign  language.  Many  rural 
schools  cannot  afford  the  caliber  of  teachers  and  the  resources  to  students 
that  public  television  brings  into  their  classroom. 


A  Safe  Haven  for  Children 

Public  television  provides  a  safe  place  for  preschool  children  during  the 
day,  through  the  Ready-to-Leam  service.  Critics  of  public  broadcasting 
often  cite  cable  and  network  television  as  non-taxpayer-supported 
alternatives  to  our  quality  children's  programming.  Some  programs 
offered  there  are  excellent,  and  we  welcome  them  as  partners  in  our 
efforts  to  teach  children  and  adults.  But  public  television  programs 
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remain  the  most  frequently  used  in  the  classroom.  A  cable  industry 
survey  of  teachers  demonstrated  that  the  teachers  primary  use  of  Cable  In 
The  Classroom  is  for  public  television  instructional  programming. 

Public  television's  children's  programs  remain  absolutely  non-violent. 
Our  objective  has  always  been  to  educate,  not  to  sell.  Public  television  is 
100  percent  devoted  to  high-quality  programs  for  children.  Stations  do 
seek  support  from  our  viewers,  but  a  financial  contribution  in  not  a 
prerequisite  for  watching  our  programs.  Most  American  households  now 
have  access  to  cable  TV.  But  40  percent  of  American  homes  cannot  afford, 
or  choose  not  to  spend  the  $300  to  $600  per  year  that  cable  costs.  Most  of 
public  television's  preschool  viewers  are  from  homes  where  the  average 
income  is  below  $30,000.   More  than  half  of  the  regular  viewers  of  public 
television  (59  percent)  are  from  households  with  an  income  of  less  than 
$40,000  a  year. 


Training  Teachers 

Local  public  television  stations  work  with  area  teachers  to  effectively  use 
public  television  in  the  classroom.  We  have  also  developed  a  program  to 
improve  teacher  performance  in  the  classroom:  MathLine  enables  junior 
high  school  math  teachers  to  communicate  online  to  improve  teaching 
skills.  Research  continues  to  show  that  teacher-to-teacher  mentoring  is  a 
highly  effective  way  to  improve  classroom  performance  for  teachers. 
Public  broadcasting  is  expanding  the  MathLine  programs  into  other 
grades  and  will  soon  implement  ScienceLine.  The  Department  of 
Education  has  been  a  valuable  partner  in  helping  to  expand  the  MathLine 
program  to  reach  more  teachers  in  more  schools. 


LOCAL  Heroes 

Another  non-broadcast  service  of  public  television  centers  on  programs 
that  explore  social,  educational  and  community  issues.  Outreach 
programs,  coordinated  through  the  Public  Television  Outreach  Alliance 
(PTOA),  provide  viewers  with  examples  of  concrete  actions  they  can  take 
to  translate  desires  to  improve  their  lives  into  local  action  for 
constructive  change. 

Public  television  has  dedicated  major  resources  to  programming,  support 
materials  and  activities  around  the  topic  of  literacy,  the  family,  and 
women's  health.  Currently,  public  television  stations  are  in  the  second 
year  of  the  campaign  to  curb  youth  violence.  The  project  commenced  last 
year  with  the  broadcast  of  a  primetime  documentary,  but  each  station  uses 
local  programming  and  community  information  campaigns,  events  and 
activities  in  partnerships  with  local  entities  to  address  local  problems  and 
address  issues  of  local  and  national  concern. 
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Securing  Public  Broadcasting  's  future 

Over  the  past  year,  policymakers  have  heard  from  the  American  people 
that  the  public  broadcasting  system  should  be  preserved.  But  the  industry 
has  heard  a  message,  too.  An  annual  appropriation  will  become 
increasingly  difficult  to  maintain.  Therefore,  for  the  past  year,  public 
television  has  been  u^orking  with  Congress  to  develop  a  plan  for  long 
term  financial  support  for  the  system.  Public  broadcasting  also  has 
conducted  a  thorough  examination  of  how  we  do  business  and  what 
mechanisms  can  be  enhanced  or  put  in  place  to  enable  us  to  make 
maximum  use  of  our  existing  assets  and  to  eliminate  waste  and 
duplication. 

Public  broadcasters  proposed  to  Congress  a  new,  private  corporation  that 
would  manage  a  non-government  investment  portfolio.  When  fully 
capitalized,  the  interest  income  from  these  investments  and  the 
management  of  assets  would  replace  the  annual  appropriation. 

We  are  pleased  that  House  Telecommunications  Subcommittee  chair. 
Jack  Fields,  has  included  a  trust  proposal  in  his  public  broadcasting 
reauthorization  bill,  H.R.  2979.  This  investment  fund  would,  when  fully 
capitalized,  finance  operations  of  public  television  and  radio  stations,  and 
provide  for  the  transition  of  public  television  to  ATV-digital  and  HDTV 
broadcast  services. 

Chairman  Fields  and  the  public  broadcasting  stations  support  a  proposal 
that  will  take  advantage  of  new  funding  opportunities  without  changing 
the  essential  noncommercial  nature  of  public  broadcasting.  The  Fields  bill 
proposes  to  use  proceeds  from  the  sale  of  vacant,  noncommercial 
spectrum  (up  to  $1  billion)  as  one  funding  mechanism. 

Chairman  Fields  and  public  broadcasting  recognize  that  a  $1  billion  dollar 
trust  is  not  enough  to  support  a  universally  available  public  broadcasting 
service  for  the  American  people.  Chairman  Fields  has  proposed,  and 
public  television  supports,  the  creation  of  a  commission  to  study  ways  to 
increase  the  corpus  of  the  trust. 

This  proposal  will  enable  public  broadcasting  to  use  its  own  assets  to 
ensure  the  long  term  financial  stability  it  needs  in  order  to  continuing 
offering  the  programs  and  services  that  are  so  valuable  to  the  American 
people.  Mr.  Fields  also  realizes  that  is  will  take  time  to  fully  capitalize  the 
trust.  His  bill  proposes  to  authorize  the  Corporation  for  Public 
Broadcasting  at  $250  million  for  fiscal  years  1998  through  2000. 

Please  consider  that  of  the  three  public  educational  institutions  in 
America — public  schools,  public  libraries  and  public  broadcasting — more 
people  can  be  touched  by  public  broadcasting,  at  any  given  moment,  than 
by  the  other  two  put  together.  Those  of  us  who  benefit  from  public 
television's  services  would  like  you  to  see  it  as  a  cost-effective  way  to 
reach  people  on  critical  issues  of  the  day,  not  as  a  luxury. 
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On  behalf  of  the  nation's  public  television  stations,  we  look  forward  to 
working  with  Chairman  Specter  and  Chairman  Pressler  and  their 
congressional  colleagues  to  provide  funding  and  authorizing  legislation 
that  will  ensure  the  American  people  continued  access  to  high-quality, 
noncommercial  educational  television.  We  need  this  assistance  through 
our  transition  until  we  have  fully  capitalized  our  trust. 


STATEME^^^  of  CHRISTINE  STEVENS,  SECRETARY,  SOCIETY  FOR 
ANIMAL  PROTECTIVE  LEGISLATION 

Current   efforts  to   reduce   governmental   expenditures  of  tax- 
payers'   money    deserve  support,    especially   in  cases  whose  history 
reveals  unwise   decisions   in  the   selection  of   recipients  of 
federal    funding. 

We  bring   to  the  attention  of    this   distinguished  committee   the 
very   generous  National   Institutes  of    Health    (NIH)    grants  to  the 
Coulston  Foundation  of  Alamogordo,    New   Mexico   despite  findings  of 
numerous    shortcomings  and   failure  to  meet   the  standards   of   the 
NIH  Giiide--f9-t..ttLe_Care.cLrjil.yj5e_pJ[..Labpj:a.tPJ:y_&ni.iDaLS  when  a   site 
visit  was   conducted  by    seven  veterinarians  for   the   Department  of 
Health   and   Human  Services. 

Inspections  to  determine   compliance  with   the  minimum   requirements 
of   the  federal  Animal  Welfare  Act  of  the  extensive     premises 
housing   large   numbers  of    chimpanzees  held  by   the  Coulston 
Foundation  are  conducted  by   the  U.S.    Department   of  Agriculture. 
Reports  of    these   inspections  made   during    1991,    1992,    1993,    1994 
and  1995   contain  many   serious   deficiencies  under   the  headings  of 
Cleaning   and  Sanitation,    Housekeeping  and  Pest   Control,    Drainage 
and  Waste   Disposal,    Temperature,    Ventilation,    Lighting,    and 
requirements   for   adequate  cage   size.      For    example,    one   inspection 
report   of   March  2,    1995   states   in   part,    "Twenty-nine  Group   6 
Chimps   in   cages   that   do   not   supply  minimum  space    requirements." 

Another    inspection    (9/28/93)    of  a  building  housing   large  and 
small   primates   noted,    "Roof    leaking...    and  is   causing   the 
secondary   roof  to   collapse  in  some  areas...    Emergency   back   up 
generator    inoperable. .. boilers  and  biocontainment   inoperable    (one 
of  2    in  biocontainment   is  working)...    air    chilling  equipment  at 
25%   of    that  needed  to  cool    (and  heat)...    fire  alarm  system  non- 
functional. . .  " 

The  next   inspection    (10/28/93)      reported  that  only  one  of   the 
three  back-up  generators  has  been  fixed.      All   the  primate  areas 
except   the  nursery  were  still  without   emergency  power. 

Under    "Biocontainment"   the  report  stated:    "Large   Chimps   capable 
of   pounding  through  walls.       (No  place   else   to  keep  them)." 

In  an   inspection  report  acknowledged  by   the   signature  of   Dr. 
Frederick   Coulston,    Chairman    (CEO),    in  person, 
"Roaches  and  rodent   feces  noted   in   several   feeders  in  chimp 
breeding  colony."     Four   other  areas  were  also   infested.       "Many 
roaches   in  Bid.    1205   also  1    live  mouse." 

Four    cynomolgus  monkeys  died  of    thirst   because  personnel    did  not 
properly    check   the  availability   of  water  for   them.      This   is 
documented   in  a  USDA    inspection   report  dated  2/16/95. 

Two   chimpanzees   died  of  extreme  heat  when   a  mechanical    control 
malfunctioned. 

The  Department  of    Health  and  Human  Services  site  visitors 
expressed   "major   concern"  about   staffing.      They  wrote,    "... 
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exacerbating   these   shortcomings    is   the  minimal    number   of   animal 
care  personnel,    one  per  33   animals,    available  for   the   chimpanzee 
colonies...      The  staffing  of    the  Veterinary   Sciences   Division  for 
the  support   of  NCI   and  NCRR   programs   is   inadequate   for  an 
efficient  and  well-managed  operation." 

The  USDA   veterinary    inspectors   reported    (2/16/95)    "Employee 
numbers   still   not  sufficient  for   number  of   primates." 

Clearly,    the   Coulston  Foundation  has  failed  over  and  over  again 
to  provide   the  chimpanzees  and  other  primates   in   its  possession 
with   even  minimally   acceptable   care  and  treatment.      The  attitude 
expressed   repeatedly   by   its   Chairman  and  CEO,    Dr.    Frederick 
coulston,    suggests  a   chilling  explanation  of   the  reason  for   these 
repeated   failures  and  the  overwhelming   likelihood  that  the 
unnecessary   suffering  of   these  highly    intelligent  and  emotionally 
sensitive  animals  will   continue   under   his   leadership. 

Following  are    documented  quotations  from  the   Coulston   Foundation: 

"They're  dangerous,    they're  unpredictable,    they   don't 
just   sit  there  and  talk    to  people  by   hand  signs.      I 
don't  know  of   any  chimp  that   I  would  trust,    and  I   don't 
know  anybody   in  their   right  mind  that  would  trust 
them. " 

Dr.    Frederick   Coulson 

ABC  Newsmagazine  20/20,    May,    5   19  96 

"Isn't  that  [a  chimpanzee  retirement  colony]  nice?  Let 
them  run  around  the  living  room  with  your  children. 
They'd  kill  your  kids.   They're  vicious,  aggressive 
animals. " 

Dr.  Frederick  Coulston 

The  Boston  Globe,  November  7,  1994 

"[Chimpanzees  are]  the  best  possible  model  to  test  the 
fate  and  effects  of  foreign  chemicals  in  man. " 

Dr.  Frederick  Coulston 

Regulatory  Toxicology  and  Pharmacology 

Vol.  5,  pp.  182-189,  1985 

"CHIMPANZEES  and  Other  non-human  primates  available  for 
biomedical    research,"   including    "the  full   development 
of  new  drugs,    insecticides,    cosmetics,    medical   devices, 
etc.  " 

Advertisement   from  White  Sands 
Research   Center,    a   Coulston   corporation 
that   eventually   merged   into   the   Coulston 
Foundation 

" [We  have  tested]    a  wide  variety  of   detergents  and 
phosphates    [in  monkey's  eyes]." 

Dr.    Frederick   Coulston 

Annals  of    the  New   York  Academy   of   Sciences 

Vol.    162,    pp.    681-706,    1969 

The   Coulston  Foundation  has    received  more  than  two  and  a  half 
million   dollars  from  the  federal    government  during  the  three  year 
period   from   FY   1993    to   FY   1995    (the  most    recent  year   for  which 
such   information   is   available).      The  Foundation   is  seeking  to 
continue    receiving   federal    monies   through   at   least   FY   1999. 


20 


We  respectfully  request  that  no  further  appropriations  be 
provided  for  the  Coulston  Foundation,  based  on  its  failure  to 
provide  basic  care  and  protection  for  the  chimpanzees  and  other 
primates  under  its  charge.   We  urge  that  oversight  hearings  b<». 
scheduled  promptly  to  examine  conditions  under  which  primates  are 
held  and  to  scrutinize  the  purposes  for  which  these  animals  are 
being  used.   We  strongly  recommend  that  the  continued 
aggrandizement  of  the  Coulston  Foundation's  population  of 
chimpanzees  be  carefully  analyzed  to  determine  the  justification 
or  lack  thereof  for  this  concentration  of  the  world's  largest 
captive  population  by  a  single  entity.   Finally,  the  use  of 
federal  funds  for  this  purpose  needs  detailed  and  intensive 
study. 


STATEMENT  OF  ROBERT  M.  TOBIAS,  NATIONAL  PRESIDENT, 
NATIONAL  TREASURY  EMPLOYEES  UNION 

Chairman  Specter,  Members  of  the  Subcommittee: 

My  name  is  Robert  M.  Tobias,  and  I  am  the  National  President 
of  the  National  Treasury  Employees  Union  (NTEU) .  Thank  you  for  the 
opportunity  to  present  NTEU's  views  concerning  the  Fiscal  Year  (FY) 
1997  funding  for  the  U.S.  Department  of  Health  and  Human  Services 
(HHS) ,  and  the  Social  Security  Administration  (SSA) ;  and  for  the 
opportunity  to  share  NTEU's  critical  concerns  regarding  the  FY  '96 
appropriations  for  both  HHS  and  SSA. 

The  National  Treasury  Employees  Union  (NTEU)  represents  over 
150,000  federal  workers,  including  employees  in  HHS'  Office  of  the 
Secretary,  the  Administration  on  Aging,  the  Administration  for 
Children  and  Families,  the  Health  Care  Financing  Administration, 
the  Food  and  Drug  Administration,  the  Health  Resources  and  Services 
Administration,  and  other  HHS  divisions  including  the  Department's 
10  regional  offices.  NTEU  also  represents  the  attorney-advisors  at 
SSA's  Office  of  Hearings  and  Appeals. 

Fiscal  Year  1996  Appropriations  for  HHS  &  SSA; 

As  you  know,  FY  ' 96  funding  for  both  HHS  and  SSA  had  not  been 
finalized  for  more  than  seven  months  of  the  1996  fiscal  year, 
forcing  the  Departments  to  continue  operations  under  drastically 
reduced  funding  levels  prescribed  by  the  numerous  enacted  short- 
term  continuing  resolutions. 

Since  the  fiscal  year  began  last  October,  thousands  of  federal 
employees,  including  those  at  HHS  and  SSA  were  twice  locked  out 
from  their  jobs.  With  the  first  furlough  lasting  five  days,  and 
the  second  lasting  an  unprecedented  21  days,  these  furloughs 
affected  three-quarters  of  a  million  federal  workers,  caused  great 
anguish  for  those  who  rely  on  government  services,  and  wasted  $1.5 
billion  in  taxpayer  monies.  Not  only  were  these  furloughs 
demoralizing  to  a  workforce  that  looks  out  for  the  well  being  of 
our  veterans,  our  senior  citizens  and  our  children;  they  also 
demonstrated  a  gross  lack  of  respect  for  federal  employees  and  were 
a  deadly  blow  to  the  public's  declining  confidence  in  its 
government . 

Thousands  of  federal  employees  were  forced  to  work  with  no 
guarantee  of  when  they  might  receive  their  pay  checks,  facing 
financial  hardships  as  rent,  car  payments  and  child  care  expenses 
came  due.  Over  350,000  federal  employees,  including  many  at  HHS 
and  SSA,  earn  less  than  $25,000  per  year.  With  more  than  half  the 
1996  fiscal  year  already  over,  the  threat  of  another  partial 
government  shutdown  and  the  uncertainty  of  numerous  stop-gap 
funding  measures  continued  to  create  extreme  anxiety  for  these  hard 
working  Americans. 
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The  complete  social  and  economic  impact  of  these  shutdowns  has 
yet  to  be  determined,  however  some  effects  of  the  lack  of  finalized 
FY  '96  Appropriations  at  HHS  were  clear.  HHS  reportedly  lost  3.5 
million  hours  of  work  because  of  the  shutdowns,  and  the  employees 
at  both  HHS  and  SSA  are  working  hard  to  reduce  the  backlogs  and 
struggling  to  make  up  for  lost  time.  The  uncertainty  of  operating 
under  13  continuing  resolutions  since  the  beginning  of  the  fiscal 
year  created  additional  burdens  not  only  for  the  state,  local,  and 
nonprofit  agencies  dependent  on  HHS  and  SSA  funding,  but  also  for 
the  citizens  who  rely  on  the  services  provided,  and  for  the 
employees  themselves. 

The  uncertainty  of  a  finalized  FY  '96  appropriations  forced 
the  agencies  to  suspend  critical  planning  decisions  and  actions, 
thereby  hampering  their  ability  to  provide  the  appropriate 
oversight  needed  to  ensure  that  several  critical  programs  operate 
in  a  fiscally  efficient  manner.  At  several  HHS  agencies  where 
employees  are  required  to  travel  in  order  to  ensure  the  appropriate 
federal  oversight,  and  to  interact  with  program  participants 
providing  on  site  technical  and  other  assistance,  employees  have 
been  desk  bound  for  much  of  the  fiscal  year.  Employees  were  forced 
counterproductively  to  "tread  water"  while  waiting  for  their  budget 
to  be  passed,  all  the  while  fearing  that  critical  programs  are 
about  to  be  sunk.  HHS  and  SSA  employees  have  faced  restrictions  on 
travel  and  off-site  meetings,  limited  office  supplies,  and  a 
further  demoralizing  blow  of  suspended  performance  bonuses,  among 
others.  At  HHS  Headquarters  here  in  Washington,  D.C.,  employees 
faced  cutbacks  on  employee  parking  and  the  closing  of  a  physical 
fitness  center  once  available  for  their  use.  Even  partnership 
initiatives  between  labor  and  management  came  to  a  stand-still. 

Despite  outstanding  efforts  on  the  part  of  many  committed 
employees,  the  reward,  as  a  consequence  of  the  budget  stalemate, 
has  thus  far  been  a  slap  in  the  face  by  the  denial  of,  not  simply 
a  reduction  of,  deserved  performance  awards.  Th6  opportunity  does 
exist  for  these  federal  employees  to  transform  the  federal 
workplace  into  one  where  employees  want  to  give  their  discretionary 
energy  because  they  are  excited,  challenged  and  empowered  by  their 
work.  The  demoralizing  impact  of  uncertain  appropriations,  the 
fear  of  further  furloughs,  combined  with  the  outright  denial,  of 
performance  awards,  did  little  to  encourage  and  motivate  HHS's  and 
SSA's  employees. 

Fiscal  Year  1997  Appropriations  for  HHS; 

The  Administration's  Fiscal  Year  1997  budget  request  for  HHS 
totals  $354  billion  in  outlays.  The  discretionary  portion  of  the 
HHS  budget  totals  approximately  $34  billion  in  budget  authority,  an 
increase  of  5  percent  over  the  FY  1996  level. 

With  a  few  minor  exceptions,  NTEU  generally  supports  the 
Administration's  budget  request  for  HHS.  The  budget  request 
attests  to  the  wide  impact  the  programs  administered  by  HHS  have  on 
the  nation,  and  some  very  difficult  choices  have  been  made.  In 
order  for  HHS  to  continue  to  improve  services  to  its  customers 
today  and  in  the  future,  it  is  critical  that  adequate  funding  is 
provided  to  allow  the  dedicated  federal  workforce  to  increase 
efficiencies,  invest  in  new  technologies,  protect  against  waste, 
fraud  and  abuse,  and  advance  the  agenda  to  improve  the  nation's 
health  and  welfare. 

NTEU  is  particularly  concerned  about  the  decrease  in  the 
administrative  funds  requested  for  HHS's  Administration  for 
Children  and  Families  (ACF) ,  and  the  Administration  on  Aging  (AOA) . 
I  am  concerned  that  these  and  other  reductions  will  prevent  these 
agencies  from  accomplishing  their  program  missions  in  the  upcoming 
year.    With  increasingly  tight  federal  budget  constraints,  it 
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becomes  more  and  more  imperative  that  every  federal  dollar  be  spent 
for  the  purpose  it  has  been  intended.  A  well  trained  and  effective 
federal  work  force  is  key  to  this  goal. 

Regarding  the  Administration's  request  for  ACF,  NTEU  strongly 
recommends  that  the  Subcommittee  go  beyond  the  budget  request  in 
order  to  ensure  sufficient  funding  for  ACF  employees  to 
successfully  do  their  jobs.  The  budget  request  for  ACF  calls  for 
$160  million  for  ACF  Federal  administration,  representing  an 
increase  of  approximately  $10  million  above  the  enacted  FY  '  96 
appropriation,  and  a  decrease  of  approximately  $2  million  below  the 
FY  '95  funding  level.  Mr.  Chairman,  I  urge  you  and  the  Members  of 
the  Subcommittee  to  restore  funding  for  critical  ACF  functions  at 
a  minimum  to  the  enacted  FY  '95  level,  in  order  to  ensure  adequate 
FTE  and  administrative  resources  necessary  for  ACF  to  fulfill  its 
mission. 

NTEU  has  a  similar  recommendation  regarding  FY  '97  funding  for 
HHS's  Administration  on  Aging  (AOA) .  The  Administration  has 
requested  approximately  $16  million  for  federal  administration  of 
aging  services  programs,  approximately  the  same  as  the  FY  '95 
appropriation,  and  representing  an  increase  of  approximately  $1 
million  more  than  the  enacted  1996  appropriation.  Mr.  Chairman, 
adequate  funding  for  AOA  program  administration  is  essential  to 
ensuring  adequate  FTE  and  administrative  resources  for  the  agency 
to  effectively  and  efficiently  fulfill  its  federal  role. 

NTEU  supports  the  President's  request  for  the  Health  Care 
Financing  Administration  (HCFA) ,  and  the  Health  Resources  and 
Services  Administration  (HRSA) .  These  funding  requests  support 
HHS's  commitment  to  ensuring  quality  health  care  to  millions  of 
Americans.  NTEU  strongly  urges  the  Subcommittee  to  adopt  the 
Administration's  FY  '97  budget  recommendations  for  these  programs. 

NTEU  also  supports  the  budget  request  for  HHS's  Office  for 
Civil  Rights  (OCR) ,  and  urges  that  the  Subcommittee  adopt  the 
recommendation  of  $21,790  million  for  OCR,  roughly  the  same  as  the 
FY  '95  funding  level,  and  an  increase  of  approximately  $2  million 
more  than  the  enacted  FY  '96  appropriation.  OCR's  mission  is  to 
ensure  that  recipients  of  federal  funding  through  HHS  do  not 
discriminate  against  program  beneficiaries.  As  the  civil  rights 
enforcement  arm  of  the  largest  civilian  department,  OCR  has  an 
enormous  responsibility  in  assuring  nondiscriminatory  access  to 
health  and  social  services  for  all  Americans.  Yet,  recently 
enacted  appropriations  and  past  Administration  funding  requests 
have  failed  to  recognize  its  importance  or  even  keep  pace  with  its 
workload  and  staffing  requirements. 

The  Office  of  Civil  Rights  has  been  steadily  downsized.  In 
Fiscal  Year  1993,  it  was  announced  that  all  new  and  replacement 
hiring  had  been  suspended,  career  promotions  and  performance  awards 
were  eliminated  and  the  threat  of  furloughs  hung  like  weights  over 
employees'  heads.  Much  of  this  has  carried  through  to  the  present 
fiscal  year  and  serious  concerns  remain  for  this  small  yet  vitally 
important  agency.  Continuing  budget  shortfalls  have  resulted  in 
further  threats  of  hiring  and  promotion  freezes,  as  well  as  efforts 
to  move  staff  to  other  divisions  to  avoid  devastating  furloughs  and 
reductions  in  force. 

The  experiences  of  OCR  are  particularly  relevant  as  the 
Department  undertakes  yet  another  effort  to  downsize  its  work 
force.  It  is  of  great  concern  to  this  Union  that  the  problems 
experienced  in  OCR  not  be  magnified  and  spread  to  other  HHS 
divisions,  and  I  urge  the  Subcommittee  to  approve  at  a  minimum,  the 
Administration's  FY  '97  request  for  OCR. 
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Fiscal  Year  1997  Appropriations  for  SSA; 

The  President's  budget  request  for  SSA  includes  a  limitation 
on  administrative  expenses  of  $6,072  billion,  which  includes  $300 
million  for  investment  in  the  agency's  state-of-the-art  computing 
network.  NTEU  supports  the  Administration's  FY  '97  request  for 
SSA,  which  also  provides  critically  needed  funding  for 
administrative  expenses  associated  solely  with  the  disability 
determination  program;  and  funding  needed  for  administrative 
expenses  to  implement  reforms  of  the  SSI  program. 

Over  the  last  decade,  SSA's  workforce  declined  by  22%  while 
its  key  workloads  have  continued  to  escalate.  The  recognition  that 
SSA  requires  additional  staff  to  accomplish  its  mission  is  long 
overdue.  The  Administration's  request  to  add  an  additional  $300 
million  for  SSA  to  continue  its  five-year  investment  in  automation 
should  be  maintained.  The  Administration's  FY  '97  requested 
increase  for  disability  investment  funding  is  also  greatly  needed. 

In  recent  years,  the  Social  Security  Administration  has 
experienced  two  major  problems  in  its  disability  program  --  a 
substantial  backlog  of  disability  cases  at  the  hearings  level,  and 
the  lack  of  an  effective  Continuing  Disability  Review  program. 
After  a  brief  but  intensive  period  of  study,  SSA  announced  its  plan 
for  a  completely  redesigned  disability  claims  process.  This  plan, 
the  Disability  Process  Redesign  Plan,  calls  for  revolutionary 
changes  in  the  claims  process  and  in  SSA  organization.  The 
Redesign  Plan  envisions  a  new  decisional  methodology,  new 
disability  criteria,  substantial  organizational  changes,  and  a 
total  reliance  on  state-of-the-art  information  processing 
technology. »  Additionally,  the  Redesign  Plan  anticipates  the 
Social  Security  Administration  setting  the  standards  governing  all 
public  and  private  disability  programs.  However,  this  Plan  fails 
to  deal  with  either  of  the  major  problems  affecting  the  disability 
system,  the  backlog  and  the  lack  of  Continuing  Disability  Reviews. 
The  Redesigned  Disability  Process  is  not  a  backlog  reduction  plan 
and  admittedly  cannot  efficiently  operate  until  the  backlog  problem 
is  solved. 

Backlog  reduction  cannot  be  entirely  ignored,  and  is  being 
dealt  with  through  the  implementation  of  the  separate  and  much  more 
focused  Short  Term  Disability  Project.  The  Short  Term  Disability 
Plan  has  increased  usage  of  computer  technology  in  decision  writing 


'While  the  statutory  definition  of  disability  is  purportedly  unchanged,  the 
redesigned  process  entails  establishing  new  criteria  by  which  disability  will  be 
determined  and  a  completely  new  disability  decisional  methodology.  This  has  a 
substantial  and  direct  effect  on  the  ultimate  decision  of  whether  an  individual  is 
disabled  and  therefore  may  have  a  direct,  and  possibly  catastrophic  effect  on 
disability  program  costs.  SSA  contends  that  program  costs  will  be  unaffected  by  the 
redesign  because  the  statutory  definition  of  disability  has  not  been  changed.  This 
is  a  contention  that  should  be,  but  has  not  been,  carefully  tested  before 
implementation  of  the  redesigned  disability  system. 

The  redesigned  disability  system  is  predicated  on  the  installation  of  the 
Intelligent  Work  Station/Local  Area  Network  (IWS/LAN)  hardware  and  software 
components,  and  the  decision  support  features  of  the  Redesigned  Disability  System. 
Yet,  SSA  does  not  anticipate  installation  of  the  IWS/LAN  to  be  complete  until  Fiscal 
Year  1998.  SSA  further  admits  that  additional  technological  support  beyond  the 
IWS/LAN  is  needed. 

The  redesigned  process  would  eliminate  a  claimant's  right  to  an  administrative 
appeal  of  an  Administrative  Law  Judge's  decision,  thereby  forcing  claimants  to 
immediately  appeal  in  the  U.S.  District  Courts.  This  was  done  without  sufficient 
consultation  with  other  agencies  impacted  by  the  disability  system  or  conducting 
testing  to  determine  the  effect  both  upon  the  Federal  Court  System  and  the 
disability  process.  Not  surprisingly,  both  the  Department  of  Justice  and  the  Courts 
have  expressed  strong  opposition  to  any  change  that  will  in  fact  significantly 
increase  the  number  of  appeals  into  the  Court  system.  Both  recommended  careful 
testing  of  the  elimination  of  the  right  of  appeal  to  the  Appeals  Council. 
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by  current  employees  (including  Administrative  Law  Judges) ;  has 
increased  decision  writing  capacity  by  hiring  several  hundred  term 
attorneys  to  draft  Administrative  Law  Judge  decisions,  and  by 
diverting  agency  personnel  from  their  normal  duties  to  those  of 
decision  writing.  Most  importantly,  however,  it  has  created  and 
staffed  the  Senior  Attorney  position  from  its  most  experienced 
staff  attorneys  and  entrusted  them  to  review  cases  which  have  a 
high  probability  of  payment  and  award  benefits  to  those  individuals 
who  are  in  fact  disabled,  without  the  cost  and  time  necessary  for 
an  Administrative  Law  Judge  Hearing.  The  Short  Term  Disability 
Plan  provides  SSA  with  a  greater  number  of  decision  makers  without 
the  enormous  cost  of  hiring  additional  Administrative  Law  Judges. 
Original  fears  that  the  process  would  result  in  "paying  down  the 
backlog"  have  proved  groundless.  Experience  demonstrates  that  the 
payment  rate  of  these  Senior  Attorneys  is  approximately  30%,  while 
the  payment  rate  by  ALJs  of  the  cases  reviewed  and  not  paid  by  the 
Senior  Attorneys  remains  at  60%.  The  overall  payment  rate  at  OHA 
has  actually  declined  since  the  onset  of  the  Short  Term  Disability 
Project . 

While  the  payment  rate  has  gone  down,  productivity  has 
increased.  Prior  to  the  Short  Term  Disability  Project  the  OHS 
backlog  grew  at  about  10,000  cases  per  month.  Since  the  Short  Term 
Disability  Project  there  has  been  a  decline  in  the  rate  of  growth 
of  the  backlog,  and  in  the  last  several  months,  the  disability 
backlog  has  actually  decreased.  This  decline  has  occurred  despite 
the  fact  that  OHA  receipts  continue  at  a  record  level. 

NTEU  is  concerned  that  those  responsible  for  the 
implementation  of  the  Disability  Process  Design  are  trying  to 
rectify  the  Agency's  oversight  pertaining  to  the  disability 
backlog,  justify  the  scope  of  the  changes  contemplated  by  the 
Redesign  Plan,  and  validate  its  concepts  by  tailoring 
implementation  of  the  Redesign  Plan  to  the  task  of  backlog 
reduction.  This  can  only  be  done  through  immediate  implementation 
of  various  parts  of  the  Plan  without  the  creation  of  a  proper 
foundation  (i.e.,  the  state-of-the-art  information  processing 
systems  which  the  Redesign  Plan  emphasized  was  essential  to  the 
success  of  the  plan) .  Furthermore,  prudent,  detailed  and  extensive 
testing  of  the  innovative  aspects  of  the  Plan  is  incompatible  with 
immediate  implementation.  This  lack  of  testing  and  the  failure  to 
create  a  proper  foundation  subjects  the  entire  disability  process 
to  risks  of  even  greater  inefficiency,  greatly  increased  program 
costs,  and  failure  to  provide  the  level  of  service  to  which  the 
disabled  and  the  American  public  are  entitled. 

The  potential  consequences  of  the  premature  implementation  of 
the  Disability  Process  Redesign  Plan  are  clearly  demonstrated  by 
the  faltering  implementation  of  the  Adjudication  Officer  (AO) 
provisions  of  the  plan.  The  AO  provision  of  the  plan  was  designed 
to  facilitate  the  timely  development  of  medical  evidence  in  the 
determination  of  a  disability  claim.  Implementation  of  the 
Adjudication  Officer  program  began  in  October  1995  despite  the  fact 
that  few,  if  any,  of  the  "essential"  enablers  were  in  place.  The 
plan  was  to  conduct  "tests"  for  a  brief  period  of  time  and  then 
quickly  roll  into  general  expansion  of  the  project.  That 
expansion,  which  was  originally  to  begin  in  March  1996,  was 
estimated  to  consist  of  the  addition  of  10  AO  sites  a  month  until 
over  200  were  in  place.  SSA  has  constantly  downplayed  the 
necessity  of  testing  this  radically  new  process,  and  made  it  quite 
clear  that  the  purpose  of  the  testing  was  not  to  establish  the 
viability  of  the  Adjudication  Officer  process,  but  to  determine  the 
best  way  to  implement  it.  When  Commissioner  Chater  adopted  the 
Disability  Process  Redesign  Plan,  which  included  the  Adjudication 
Officer  process,  the  issue  of  whether  the  Adjudication  Officer 
process  was  viable  was  decided  by  SSA's  decision  to  implement  the 
Plan.   Fortunately,  the  Office  of  Management  and  Budget  was  not  as 


optimistic  about  the  predetermined  success  of  the  Adjudication 
Officer  process  and  demanded  a  more  extensive  testing  process  than 
SSA  had  desired. 

Not  surprisingly,  implementation  has  not  gone  well.  There 
were  the  inevitable  "start-up  problems".  Inevitable  at  least  when 
less  than  six  weeks  were  allotted  to  find,  secure,  design,  and 
furnish  office  sites.  Inevitable  when  one  cannot  supply  adequate 
system  support,  or  for  that  matter,  adequate  telephone  support 
(which  is  the  case  in  the  least  one  site.)  Inevitable  when  one 
selects  participants  who  lack  the  requisite  education  and  skills  to 
perform  the  tasks  demanded,  and  then  fails  to  provide  adequate 
training.  Inevitable  when  the  computer  system,  the  new  decisional 
methodology,  the  new  disability  criteria,  and  the  entire  initial 
determination  process  envisioned  in  the  Redesign  are  not  yet  in 
place.  Inevitable  when  the  task  set  (backlog  reduction)  was 
admittedly  outside  the  capabilities  of  the  Redesign  even  in  its 
conceptual  stage. 

SSA  has  lavished  fiscal  and  human  resources  on  the  Disability 
Process  Redesign  for  nearly  two  years  with  virtually  nothing  to 
show  for  it.  Not  surprisingly,  SSA  has  published  no  statistics  for 
public  consumption  regarding  the  productivity  of  the  Redesign. 
According  to  SSA,  it  is  too  early  in  the  project  to  have  meaningful 
results.  The  lack  of  statistics  is  remarkable  for  an  agency  such 
as  SSA  which  began  publishing  productivity  statistics  for  the  Short 
Term  Disability  Project  even  before  it  was  implemented.  Currently, 
plans  to  roll  out  the  200+  AO  sites  have  been  delayed  indefinitely. 
However,  SSA,  undaunted,  is  rushing  headlong  into  the 
implementation  of  the  Single  Decision  Maker  position  which  will 
deal  with  the  far  more  numerous  initial  determinations.  None  of 
the  enablers  are  in  place  for  this  portion  of  the  plan. 

The  Short  Term  Disability  Project  is  a  "little  program" 
without  the  pretensions  of  the  "radical"  redesign  of  the  Disability 
Process  Redesign  and  without  the  huge  overhead  and  expenditures  of 
Disability  Process  Redesign.  Despite  the  fierce  opposition  by  some 
SSA  employees  who  put  "turf"  in  front  of  service  to  the  public,  the 
Short  Term  Disability  Project  has  contributed  and  is  contributing 
to  a  significant  turnaround  in  case  processing  at  SSA  in  spite  of 
the  huge  drain  of  Agency  resources  by  the  Disability  Process 
Redesign.  The  Agency  would  better  serve  the  taxpayers  and  the 
public  by  redirecting  its  resources  from  the  premature 
implementation  of  the  Disability  Process  Redesign  to  the  Short  Term 
Disability  Program  which  is,  after  all,  specifically  designed  to 
eliminate  the  case  backlog.  The  Disability  Process  Redesign  was 
not  designed  to  eliminate  the  backlog,  it  was  only  designed  to 
operate  if  there  was  no  backlog! 

NTEU  recommends  that  the  Short  Term  Disability  Project  be 
continued  until  it  successfully  accomplishes  its  goal  or  is 
replaced  by  an  alternative  and  equally  effective  plan.  SSA  should 
recognize  the  propriety  of  the  adjudicatory  process  at  the 
appellate  level,  and  should  facilitate  that  process  rather  than 
abolish  it. 

SSA  should  be  instructed  to  build  on  its  successes  by 
expanding  the  role  of  the  Senior  Attorney  to  include  the  authority 
to  review  and  decide  continuing  disability  review  cases  (CDRs) . 
This  significant  workload  has  not  been  appropriately  dealt  with  by 
SSA  for  years,  and  the  Disability  Process  Redesign  plan  has  not 
been  designed  to  deal  with  the  problem  of  CDRs  either. 

•  NTEU  urges  the  Subcommittee  to  support  SSA's  Short  Term 
Disability  Project  as  the  prudent,  proven  and  effective 
method  for  solving  the  disability  backlog  crisis. 
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NTEU  urges  that  SSA  be  instructed  to  independently  re- 
evaluate the  viability  and  focus  of  its'  Disability 
Process  Redesign  Plan,  and  not  proceed  with  that  plan 
until  all  of  the  necessary  enablers  (including  the 
technological  changes)  are  in  place.  At  that  point,  it 
should  be  conducted  in  a  prudent,  well  considered,  manner 
with  valid  testing  procedures  to  ensure  the  viability  of 
each  part  of  the  plan. 

NTEU  urges  this  Subcommittee  to  direct  SSA  to  build  on 
its  successes  in  the  Short  Term  Disability  Plan  by 
expanding  the  role  of  the  Senior  Attorney  to  include  the 
authority  to  review  and  decide  continuing  disability 
review  cases . 


Conclusion; 

At  HHS,  administrative  costs  account  for  less  than  2.5%  of  the 
department's  total  outlays.  While  I  recognize  the  difficulty  posed 
by  the  drastic  8%  decrease  in  the  Subcommittee's  602b  allocation 
for  FY  '96,  I  encourage  the  Subcommittee  to  take  this  important 
fact  into  consideration.  Further  .downsizing  at  HHS  and  SSA  is  not 
necessary,  and  I  urge  this  Committee  to  carefully  consider  the 
impact  of  further  FTE  reductions  on  the  department's  ability  to 
effectively  fulfill  its  federally  mandated  mission.  If  additional 
FTE  reductions  are  considered,  I  urge  Congress  to  re- implement 
employee  buyouts  as  a  important  tool  to  achieving  any  FTE  reduction 
goals. 

NTEU  urges  the  Subcommittee  to  support  SSA's  Short  Term 
Disability  Project  as  the  prudent,  proven  and  effective  method  for 
solving  the  disability  backlog  crisis.  NTEU  further  urges  that  SSA 
be  instructed  to  independently  re-evaluate  the  viability  and  focus 
of  its  Disability  Process  Redesign  Plan,  and  not  proceed  with  that 
plan  until  all  of  the  necessary  enablers  (including  the 
technological  changes)  are  in  place  --  and  then,  only  in  a  prudent, 
well  considered,  manner  with  valid  testing  procedures  to  ensure  the 
viability  of  each  part  of  the  plan.  Finally,  NTEU  urges  this 
Subcommittee  to  direct  SSA  to  build  on  its  success  in  the  Short 
Term  Disability  Plan  by  expanding  the  role  of  the  Senior  Attorney 
to  include  the  authority  to  review  and  decide  continuing  disability 
review  cases. 

As  a  result  of  significant  staff  reductions  and  insufficient 
appropriations  in  recent  years,  HHS  and  SSA  employees  have 
consistently  been  asked  to  accomplish  more  with  less,  and  have  been 
asked  to  give  more  and  receive  less  in  return.  Federal  employees 
have  arguably  given  more  toward  deficit  reduction  efforts  than  any 
other  single  group  in  the  past  decade,  and  I  strongly  believe  that 
it  is  important  that  any  reorganization  effort  result  in  increased 
efficiency  and  effectiveness  in  serving  the  public  rather  than 
merely  moving  the  boxes  around. 

The  bombing  of  the  Oklahoma  City  Federal  Building  one  year  ago 
showed  federal  employees  for  what  they  are  --  real  human  beings  who 
work  hard  at  their  jobs,  have  children  in  day  care,  and  homes  to 
maintain  and  bills  to  pay  like  other  Americans.  Yet,  less  than  a 
year  after  this  unspeakable  tragedy,  federal  workers  were  twice 
furloughed,  made  to  work  without  pay  and  treated  as  little  more 
than  nameless,  faceless  bureaucrats  undeserving  of  common  decency 
and  respect.  In  the  interest  of  fiscal  soundness,  NTEU  urges  the 
committee  to  provide  adequate  FY  '97  appropriations  for  both  HHS 
and  SSA  so  as  to  allow  the  federal  employees  at  these  agencies  to 
successfully  do  their  jobs. 
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Mr.  Chairman,  as  deliberations  continue  on  the "Agencies'  FY 
'97  budgets,  I  urge  you  to  make  the  important  investments  I've 
discussed  where  the  return  far  exceeds  the  costs.  I  strongly  urge 
the  Subcommittee  to  keep  NTEU's  comments  in  mind  as  we  share  what, 
I  believe,  is  a  mutual  desire  to  increase  the  productivity  of  the 
federal  workforce.  NTEU  asks  you  to  approve  adequate  funding  for 
these  critical  HHS  and  SSA  concerns  that  represent  a  wise 
investment  in  the  future  health  and  well  being  of  the  United 
States. 

NTEU  and  its  members  remain  eager  to  work  with  the  Congress  to 
fashion  a  federal  government  that  best  serves  the  American 
taxpayers  and  service  beneficiaries.  Again,  I  thank  the 
Subcommittee  for  the  opportunity  to  share  our  views  on  the 
important  issues  facing  the  Social  Security  Administration  and 
Department  of  Health  and  Human  Services,  and  I  look  forward  to 
working  with  you  as  the  Congress  addresses  difficult  choices 
relating  to  the  FY  '97  appropriations. 


STATEMENT  OF  THE  ASSOCIATION  OF  AMERICAN 
UNIVERSITIES 

The  world  is  moving  rapidly  into  the  information  age.  Knowledge  will 
be  the  fundamental  currency  of  this  new  era.  The  competitive  standing  of 
nations  will  be  determined  in  large  measure  by  their  capacity  to  acquire  new 
knowledge  and  to  translate  that  knowledge  into  useful  products  and  services 
that  can  compete  successfully  in  the  international  marketplace  and  improve 
the  quality  of  life  for  its  citizens  at  home. 

Education  at  all  levels  will  be  key  to  sustaining  and  enhancing  the 
competitive  position  of  the  United  States  in  the  global  economy.   Graduate 
education  will  play  an  particularly  critical  role  in  this  country's  capacity  to 
discover  and  develop  new  knowledge.    Doctorate  recipients  will  become  the 
scientists,  engineers,  and  scholars  responsible  for  the  discovery,  dissemination, 
and  development  of  new  knowledge.   Both  as  teachers  and  scholars,  they  will 
also  play  a  valuable  role  in  the  preservation  of  our  intellectual  and  cultural 
heritage  to  succeeding  generations  of  students. 

Much  of  the  work  of  doctorate  recipients  will  be  conducted  outside  of 
colleges  and  universities:   almost  50  percent  of  1994  PhD  recipients  had 
employment  commitments  outside  the  academic  sector.    Physical  science 
and  engineering  PhDs  are  particularly  important  to  industry:   of  1994  PhD 
recipients,  47  percent  of  physical  science  PhDs  and  61  percent  of 
engineering  PhDs  had  employment  commitments  in  industry. 

Master's  degree  recipients  may  go  on  to  pursue  doctoral  degrees; 
more  often  they  are  educated  to  begin  state-of-the-art  careers  in  industry, 
strengthening  our  nation's  economic  performance  in  global  competition. 

It  is  important  to  the  nation  that  a  sufficient  portion  of  our  most 
talented  college  graduates  pursue  graduate  education.   Those  students  with 
the  talent  and  motivation  to  succeed  in  graduate  study  are  also  likely  to  be 
those  students  with  the  broadest  array  of  competing  employment  options. 
To  complete  a  doctoral  program,  students  must  commit  typically  to  five  years 
or  more  of  additional  study,  not  only  foregoing  employment  income  but 
often  incurring  substantial  additional  debt  beyond  that  carried  from  their 
undergraduate  education. 

Providing  incentives  to  pursue  graduate  education  and  reducing  the 
financial  costs  of  that  education  are  critical  to  assuring  that  our  graduate 
programs  continue  to  attract  some  of  the  nation's  best  talent.   The  federal 
government  needs  to  play  a  central  role  in  attracting  talented  students  into 
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graduate  programs.    Because  the  students  who  receive  graduate  degrees  are 
a  national  resource  whose  ennployment  prospects  are  not  bounded 
geographically,  states  are  reluctant  to  invest  substantially  in  graduate 
education.   Similarly,  industry  investment  in  graduate  education  is  as  likely  to 
benefit  a  given  company's  competitors  as  itself.   Financially  strapped 
universities  invest  what  they  can,  particularly  in  underfunded  areas  such  as  the 
humanities  and  social  sciences.   Graduate  students  themselves  are  likely  to 
have  accumulated  substantial  debt  to  finance  their  undergraduate  education 
and  incur  the  additional  cost  of  foregone  income  to  pursue  graduate 
education.    But  federal  investment  in  graduate  education  and  fundamental 
research  has  richly  benefitted  this  nation,  providing  a  strong  base  of 
knowledge  and  talent  on  which  government,  industry,  and  educational 
institutions  have  drawn. 

The  Department  of  Education's  Title  IX  graduate  fellowship  programs 
are  an  important  part  of  the  federal  government's  investment  in  graduate 
education.  The  provision  of  competitively  awarded,  multiyear  fellowships  to 
graduate  students  bestows  an  honor  on  their  recipients  and  provides  a  level  of 
predictable  financial  support  that  offsets  the  considerable  sacrifices  required 
by  graduate  study. 

A  New  Approach — Consolidation 

We  understand  that  the  current  pressures  of  the  federal  budget  make 
it  difficult  to  fund  many  important  federal  programs.   Therefore,  AAU  has 
developed  a  proposal  for  consolidating  the  Department's  Title  IX  programs  to 
preserve  their  most  critical  elements  while  reducing  the  number  of  programs 
and  reducing  the  federal  cost  in  dollars  and  personnel  of  administering  them. 

Our  proposal  would  consolidate  the  remaining  Title  IX  programs  into  a 
single  National  Graduate  Fellowship  Program  with  two  complimentary 
components — an  institutional  grant  or  traineeship,  and  a  portable  fellowship 
awarded  directly  to  students.    Both  components  would  be  allocated  on  the 
basis  of  merit.   The  program  would  be  contracted  out  to  nongovernmental, 
not-for-profit  organizations  for  program  administration,  particularly  the  merit 
review  components  of  the  program.   The  contracting  provision  would  reduce 
the  demand  for  federal  employees  to  manage  the  program  and  would 
allocate  program  administration  to  organizations  and  personnel  with  strong 
records  of  quality  administration  of  such  programs. 

We  are  aware  that  this  new  approach  would  require  authorizing 
legislation.  We  intend  to  push  for  such  legislation  as  part  of  next  year's  Higher 
Education  Act  reauthorization.    In  the  meantime,  we  request  that  the 
Subcommittee  continue  to  fund  the  existing  Title  IX  programs  in  FY'97  in 
order  to  ensure  that  sufficient  resources  and  programmatic  functions  are 
available  for  the  consolidated  approach.  Our  specific  FY'97  proposal  is 
outlined  below. 

FY'97  Recommendation 

We  request  that  the  Subcommittee  provide  sufficient  FY'97  funding 
to  continue  the  Graduate  Assistance  in  Areas  of  National  Need  and  Javits 
programs  at  current  levels  and  to  provide  support  to  continuing  Harris  fellows 
to  allow  existing  fellows  the  opportunity  to  complete  their  fellowships. 
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we  request  a  total  of  $40  million  for  the  FY'97  appropriation  for  Title 
IX  programs  as  follows: 

•Graduate  Assistance  in  Areas  of  National  Need — FY'97  Request 
$27.3  million 

A  $27.3  million  appropriation,  the  same  amount  that  was  awarded  in 
FY'96,  would  allow  the  GAANN  program  to  fund  existing  programs  and 
award  new  traineeships  in  areas  of  national  need. 

•Javits  Fellowships — FY'97  Request  $6  million 

A  $6  million  appropriation,  the  same  amount  that  was  awarded  in 
FY'96,  would  allow  the  javits  program  to  fund  continuing  fellows  and  hold  a 
new  competition. 

•Harris  Graduate  Fellowships — FY'97  Request  $6.3  million 

A  $6.3  million  appropriation  would  provide  funding  to  phase  out 
carefully  the  Harris  program  while  providing  sufficient  resources  to  fund 
continuing  fellows  only. 

Conclusion 

We  very  much  appreciate  the  Subcommittee's  long-standing, 
bipartisan,  support  for  graduate  education.   For  many  years.  Congress  has 
recognized  the  need  for  a  federal  investment  in  graduate  education  and  has 
provided  sufficient  resources  to  maintain  these  important  programs.  As  we 
enter  a  new  era  of  smaller  government,  we  hope  that  our  consolidated 
approach  is  one  that  will  enable  the  federal  government  to  continue  its 
critical  role. 


STATEMENT  OF  CORNELIUS  J.  PINGS,  PRESIDENT, 
ASSOCIATION  OF  AMERICAN  UNIVERSITIES 

The  Association  of  American  Universities,  on  behalf  of  the  American 
Council  on  Education  and  National  Association  of  State  Universities  and 
Land-Grant  Colleges,  appreciates  this  opportunity  to  submit  for  the  record 
testimony  in  support  of  the  fiscal  year  1997  budget  for  the  National  Institutes 
of  Health  (NIH).  These  associations  represent  all  of  the  public  and  private 
research  universities  across  the  country.  On  their  behalf,  I  wish  to  express  our 
deep  appreciation  for  this  subcommittee's  efforts  this  past  year  to  provide  a 
5.7-percent  increase  in  funding  for  the  NIH,  and  for  ail  of  this  subcommittee's 
efforts  over  the  years  to  make  funding  for  biomedical  research  a  top  priority. 
1  would  also  like  to  thank  the  subcommittee  for  its  continued  support  of 
federal  student  assistance  programs. 

This  year  we  thank  you,  in  particular,  for  your  leadership  and  for  your 
commitment  to  federal  investment  in  scientific  research  and  student 
assistance.   At  a  time  when  many  are  questioning  the  role  of  the  federal 
government  in  almost  every  aspect  of  our  lives,  your  unwavering  commitment 
to  the  importance  of  the  federal  investment  in  biomedical  research  has 
resulted  in  a  level  of  support  for  the  NIH  that  clearly  reflects  widespread 
bipartisan  support  for  this  vital  federal  role. 
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NIH-supported  research  has  made  enormous  contributions  to  the 
health  and  quality  of  life  of  all  Americans  and  for  many  people  around  the 
worlcl.   Indeed,  we  are  the  envy  of  the  world  when  it  comes  to  the  National 
Institutes  of  Health  and  the  partnership  that  has  been  forged  between  the 
federal  government  and  research  universities. 

In  addition  to  advancing  the  frontiers  if  knowledge  by  finding  new 
cures  and  treatments,  biomedical  research  has  also  kept  our  economy 
competitive  and  created  new  jobs,  in  some  cases,  even  new  industries.   The 
Ad  Hoc  Group  for  Medical  Research  Funding  estimates  that  the 
biotechnology  industry  increased  sales  last  year  by  18  percent  and  provided 
108,000  high-tech  jobs  to  our  national  economy.   The  AAU  estimates  that  in 
1993,  the  latest  year  for  which  data  is  available,  NIH  extramural  grant  funding 
supported  some  273,640  jobs  nationally.   If  you  look  at  total  federal  R&D 
grants  to  universities  and  colleges  in  1993,  the  number  is  closer  to  360,000 
jobs.    I  have  attached  the  AAU  fact  sheet  explaining  how  these  numbers  are 
calculated. 

Investments  in  research  have  contributed  significantly  to  the 
international  economic  competitiveness  of  the  United  States.    Recently,  a 
group  of  business  leaders  wrote  that  the  partnership  of  "research  and 
educational  assets  of  American  universities,  the  financial  support  of  the 
federal  government  and  the  real-world  product  development  of  industry  has 
been  a  critical  factor  in  maintaining  the  nation's  technological  leadership 
through  much  of  the  20th  century."   If  we  are  to  sustain  this  leadership 
position  into  the  21st  century  we  must  nurture  this  partnership  and  maintain 
our  federal  support  for  research.   According  to  the  Office  of  Science  and 
Technology  Policy  (OSTP),  total  U.S.  support  of  non-defense  R  &  D  is  about 
1 .9  percent  of  GDP,  while  Germany  is  at  2.5  percent  and  japan  at  3.0 
percent.   If  we  are  to  maintain  our  world  leadership  position  in  science  and 
economic  strength,  we  should  think  very  carefully  about  the  level  of 
investment  that  will  be  necessary  to  sustain  our  position  around  the  world. 

The  associations  representing  research  universities  are  members  of  the 
Ad  Hoc  Group  for  Medical  Research  Funding,  and  we  support  the  Ad  Hoc 
Group's  endorsement  of  the  NIH  Fiscal  Year  1997  professional  judgement 
budget  as  the  best  and  most  reliable  estimate  of  the  level  of  funding  needed 
to  sustain  the  high  standard  of  scientific  achievement  attained  by  the  NIH. 
The  NIH  professional  judgement  budget  calls  for  a  6.5-percent  increase  over 
Fiscal  Year  1996.  This  funding  level  will  ensure  that  we  are  able  to  sustain  the 
current  level  of  top-quality,  peer-reviewed  research  as  well  as  fund  new 
meritorious  grant  applications. 

In  addition  to  adequate  funding  of  research  project  grants,  we  believe 
that  research  training  is  a  critical  element  in  maintaining  a  strong  biomedical 
research  enterprise,  and  we  urge  careful  consideration  of  the  research 
training  portion  of  the  NIH  budget.   The  AAU  and  others  have  worked  closely 
with  officials  at  the  NIH  to  develop  an  agency-wide  policy  on  funding  for 
training  grants  that  emphasizes  quality  but  also  recognizes  the  importance  of 
maintaining  a  robust  and  diverse  base  of  scientific  talent  critical  to  ensuring 
the  future  success  of  our  nation's  research  efforts.   There  are  other 
mechanisms  for  maintaining  our  base  of  scientific  talent  in  addition  to  NIH 
training  grants,  and  we  are  concerned  about  the  federal  erosion  of  support  for 
a  number  of  these  mechanisms  and  federal  programs. 
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The  research  university  community  has  traditionally  been  an  advocate 
for  the  programs  included  in  the  National  Center  for  Research  Resources 
(NCRR),  and  this  year  is  no  exception.   NCRR  programs  have  been  extremely 
valuable  to  research  institutions  and  cost-effective  to  the  government.    For 
example,  in  an  era  of  limited  resources,  the  Shared  Instrumentation  Grant 
Program  (SIG)  offers  a  mechanism  for  leveraging  scarce  federal  dollars  to 
ensure  the  availability  of  sophisticated  but  often  expensive  scientific 
equipment.    SIG  grants  make  it  possible  to  purchase  the  kind  of  equipment 
that  cannot  be  funded  through  the  R01  grant  mechanism  but  is  nonetheless 
essential  for  the  ability  of  our  scientists  to  move  forward  in  many  important 
research  areas.    NCRR  also  administers  the  limited  amount  of  funding  that  is 
provided  for  the  highly  competitive  extramural  construction  and  renovation 
funds.   And  the  university-based  General  Clinical  Research  Centers  (GCRCs) 
provide  the  state-of-the-art  instrumentation,  skilled  laboratory  technicians, 
research  nurses,  and  specialized  laboratory  and  computer  facilities  essential 
to  conducting  much  of  the  clinical  research  underway  today. 

Finally,  I  would  like  to  say  a  few  words  about  the  costs  of  research  and 
the  federal  policies  that  govern  federal  reimbursement  of  them.    I  am  aware 
that  this  subcommittee  maintains  an  interest  in  this  area  and  specifically 
raised  some  concerns  about  this  issue  in  its  report  last  year.  As  you  know,  the 
total  costs  of  research  include  research  activities,  research  facilities,  and 
administrative  costs.  Over  the  past  five  years,  significant  changes  have  been 
made  in  federal  policies  regarding  reimbursement  for  these  costs.    In  1991,  a 
number  of  previously  allowable  charges  were  explicitly  declared  unallowable 
by  the  Office  of  Management  and  Budget  (OMB),  and  the  administrative 
costs  associated  with  research  were  capped.    In  1993,  OMB  made  additional 
changes  in  the  policy  governing  reimbursement  for  administrative  costs,  and  it 
also  specified  methods  for  more  consistent  calculation  and  treatment  of  costs. 
In  1995,  OMB  proposed  additional  changes,  and  a  final  Federal  Register 
notice  about  many  of  these  changes  is  expected  sometime  this  month.   The 
research  university  community  has  worked  with  OMB  and  OSTP  over  the 
years  to  be  responsive  to  concerns  that  have  been  raised  about  federal 
reimbursement  of  the  costs  of  research.    We  continue  to  examine  the 
current  system  of  cost  reimbursement  to  respond  to  requests  by  this 
subcommittee  and  others  to  ensure  that  the  system  is  accountable  and 
efficient.   The  AAU  has  convened  a  Steering  Group  of  University  Presidents 
and  Chancellors  to  explore  these  issues.  We  have  also  convened  a  Technical 
Advisory  Group,  comprised  of  various  faculty  and  administrative 
representatives  from  a  number  of  both  public  and  private  universities,  to  assist 
the  Steering  Group  in  its  efforts.   It  is  our  hope  that  we  can  be  responsive  and 
helpful  to  this  subcommittee  in  a  manner  that  results  in  your  strong  support 
for  all  of  the  costs  of  research.   However,  if  you  continue  to  have  concerns 
about  federal  cost  reimbursement  policies,  we  urge  that  these  concerns  be 
addressed  through  the  executive  branch  regulatory  process  where  they  may 
be  considered  as  part  of  an  overall  government-wide  policy,  rather  than 
legislate  reimbursement  policy  through  the  appropriations  process  for  one 
research  agency.    Again,  we  recognize  the  subcommittee's  interest  in  this 
area  and  want  to  work  with  you  to  address  any  concerns  you  may  have. 

These  are  challenging  times  for  research  universities.   For  those  with 
academic  health  centers,  they  are  particularly  challenging  given  the 
enormous  changes  we  are  experiencing  in  the  managed  care  environment 
and  the  impact  that  possible  changes  in  Medicare  and  Medicaid  funding  will 
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have  on  our  teaching  hospitals  and  training  programs.   But  these  are  also 
some  of  the  most  exciting  times  for  new  discoveries  and  breakthroughs  in 
basic  and  clinical  biomedical  and  behavioral  research.   It  is  the  federal 
investment  in  biomedical  research  that  has  pioneered  the  innovations  that 
have  improved  so  dramatically  our  health,  economic  well-being,  and  quality 
of  life.   The  members  of  this  Subcommittee  have  fought  long  and  hard  to 
provide  the  funding  levels  needed  to  support  this  research.   In  this  difficult 
budgetary  time  we  ask  that  you  continue  this  fight  and  maintain  your  support 
for  the  NIH  and  the  millions  of  people  who  benefit  from  the  federal 
government's  investment  in  medical  research,  and  for  those  who  will  depend 
on  it  in  the  future. 


STATEMENT  OF  THE  AMERICAN  SOCIETY  OF  CLINICAL 
ONCOLOGY 

The  American  Society  of  Clinical  Oncology 
(ASCO)  is  pleased  to  submit  comments  to  the  Subcommittee 
regarding  the  clinical  cancer  research  program  supported  by  the 
National  Cancer  Institute  (NCI).  ASCO  is  a  national  medical 
specialty  society  representing  over  10,000  cancer  specialists 
involved  in  patient  care  and  clinical  research. 

Over  the  last  two  decades,  there  has  been 
tremendous  growth  in  our  understanding  about  the  causes  of 
cancer.  Only  by  sustaining  this  country's  investment  in  basic  and 
patient-oriented  research  will  we  be  able  to  take  full  advantage  of 
this  knowledge  to  improve  and  save  the  lives  of  people  with 
cancer. 

Clinical  or  "patient-oriented"  research  is  the  means 
by  which  laboratory  findings  are  translated  into  medical  practice. 
It  also  serves  as  an  important  mechanism  to  identify  unresolved 
scientific  questions  requiring  further  study  in  the  basic  laboratory. 
Funding  patient-oriented  research  not  only  provides  an  opportunity 
to  maximize  our  investment  in  basic  science,  but  is  also  the  means 
by  which  we  can  improve  outcomes  in  patients  with  serious 
diseases  for  whom  traditional  therapies  have  failed. 

For  people  with  cancer,  treatment  in  the  context  of  a 
clinical  trial  often  provides  the  best  available  care.  NCI  has 
recognized  the  importance  of  making  clinical  trials  broadly 
available  to  cancer  patients  by  developing  a  strong  national 
network  involving  the  Clinical  Cooperative  Groups,  the 
Community  Clinical  Oncology  Program,  and  the  Cancer  Centers. 
To  sustain  this  essential  clinical  trials  network,  we  must 
encourage  oncologists  to  pursue  clinical  research  careers,  and  we  must  ensure 
they  have  the  resources  to  explore  new  ideas.  Adequate  funding  must  be  provided 
to  support  investigator-initiated  cancer  research.  The  fact  is  that  the  development 
of  the  next  generation  of  clinical  investigators  will  determine  our  future  progress 
in  curing  human  malignancies. 


ASCO  applauds  initiatives  undertaken  by  the  NCI  to  improve 
funding  for  patient-oriented  research.  Through  existing  funding  mechanisms, 
NCI  has  established  new  opportunities  for  patient-oriented  research.  Under  the 
leadership  of  Dr.  Richard  Klausner,  the  Institute  has  developed  an  accelerated 
executive  review  process  to  provide  funding  exceptions  for  patient-oriented  grant 
applications  which  are  scored  within  a  certain  range  above  the  pay  line.  NCI 
should  be  encouraged  to  maintain  such  initiatives  that  will  enhance  patient- 
oriented  research. 

ASCO  commends  the  Subcommittee  for  its  longstanding  support 
of  biomedical  research.  Even  in  this  era  of  budget  cuts.  Congress  has  proven  that 
it  values  the  importance  of  a  strong  biomedical  research  enterprise  as  crucial  to 
the  well-being  and  economy  of  this  country.  While  we  recognize  that  significant 
increases  in  funding  for  NCI  will  be  even  more  difficult  this  year,  we  believe  the 
appropriation  for  NCI  should  be  viewed  as  an  investment  -  an  investment  that 
will  lead  to  innovation  and  improvement  in  the  detection,  prevention,  and 
treatment  of  cancer. 

We  strongly  support  the  recommendation  made  by  the  Ad  Hoc 
Group  for  Medical  Research  Funding  calling  for  6.5  percent  increase  in  the 
appropriation  for  the  National  Institutes  of  Health.  We  believe  this  increase 
should  be  in  addition  to  the  construction  funds  proposed  by  the  Administration  to 
replace  NIH's  Clinical  Research  Center.  This  position  has  been  endorsed  by  the 
Representative  John  Porter,  Chairman  of  the  House  Subcommittee,  and  we  urge 
the  Senate  to  support  it,  also.  The  construction  of  a  new  Clinical  Research  Center 
is  very  important,  but  it  should  not  be  funded  at  the  expense  of  investigator- 
initiated  research. 

Much  attention  has  been  placed  on  where  we  stand  in  the  "war 
against  cancer."  Through  our  national  commitment  to  cancer  research,  we  have 
made  great  strides  in  improving  the  care  people  with  cancer  receive  and  have 
enhanced  our  ability  to  detect  cancer  at  earlier  and  more  treatable  stages  of 
disease.  We  have  also  furthered  our  understanding  of  the  means  by  which  we  can 
prevent  cancer.  To  continue  this  progress,  we  must  maintain  our  support  for  a 
balanced  national  cancer  research  program  with  sufficient  funds  to  support  the 
entire  spectrum  of  research  from  the  bench  to  the  bedside. 


STATEMENT  OF  THE  NORTH  AMERICAN  BRAIN  TUMOR 
COALITION 

The  North  American  Brain  Tumor  Coalition  is  comprised  of  eight 
organizations  which  concentrate  on  raising  funds  from  private  sources  for  the  support 
of  research  related  to  brain  tumors.  Members  of  the  Coalition  have  raised  and 
awarded  over  $10  million  for  research,  and  our  fundraising  efforts  are  ongoing. 
Some  member  organizations  also  sponsor  conferences  for  patients  and  health  care 
professionals,  support  graduate  medical  fellowships,  and  provide  educational 
materials  and  support  services  to  patients  and  families.  As  a  Coalition,  we  seek  to 
raise  public  awareness  of  the  problem  of  brain  tumors,  advocate  for  increased 
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research  funding  and  ready  access  to  quality  health  care,  and  serve  as  the  voice  of 
brain  tumor  patients  on  other  issues  affecting  them. 


FY  1996  NIH  Funding 

The  Coalition  offers  a  special  theink  you  to  the  House  and  Senate 
Appropriations  Committees  for  their  leadership  in  securing  a  substantial  increase  in 
FY  1996  funding  for  the  National  Institutes  of  Health  (NIH).  We  applaud  your 
understanding  of  the  importance  of  federal  support  for  biomedical  research  and  your 
persistent  advocacy  for  patients  whose  very  survival  depends  on  research  advances. 

While  impressive,  the  North  American  Brain  Tumor  Coalition's 
private  fundraising  -  and  that  of  other  private  voluntary  health  organizations  ~  will 
remain  only  a  supplement  to  the  federally-supported  biomedical  research  enterprise. 
Therefore,  we  will  continue  our  efforts  to  ensure  that  biomedical  research  is  funded 
at  levels  that  allow  researchers  to  take  advantage  of  crucial  new  research 
opportunities. 

FY  1997  NIH  Funding 

We  understand  that  other  research  organizations  are  recommending 
that  FY  1997  funding  for  NIH  be  increased  by  6.5  percent  over  FY  1996.  Advocates 
believe  this  level  of  funding  is  required  to  preserve  and  support  further  progress  in 
biomedical  research.  We  urge  you  to  continue  on  the  path  you  set  for  NIH  in  FY 
1996,  and  the  Coalition  will  work  diligently  in  support  of  your  efforts. 


Brain  Tumors  and  Brain  Tumor  Research 

Brain  tumors  pose  special  research  and  clinical  challenges.  Each  year, 
over  100,000  people  in  the  United  States  and  10,000  people  in  Canada  will  be 
diagnosed  with  a  primary  or  metastatic  brain  tumor.  Brain  tumors  can  be  malignant 
or  benign,  and  in  either  case  they  can  be  life-threatening.  If  the  brain  tumor  is 
malignant,  there  is  only  a  27  percent  chance  of  surviving  five  years.  For  children 
under  age  1 5  and  for  young  adults  up  to  age  34,  brain  tumors  are  the  second  leading 
cause  of  cancer  death.  The  incidence  of  brain  tumors,  particularly  in  the  elderly,  is 
increasing,  and  the  reason  for  the  increase  is  unknown. 

Because  the  brain  is  the  control  center  for  thought,  emotion  and 
movement,  brain  tumors  can  have  devastating  impact  on  who  we  are  and  how  we 
live.  Currently  available  treatments  -  surgery,  often  in  conjunction  with  radiation 
and  chemotherapy  -  can  themselves  have  damaging  consequences.  Brain  tumor 
survivors  often  require  long-term  rehabilitative  care  and  must  depend  on  others  for 
day-to-day  assistance. 

We  find  that  a  mention  of  the  Coalition  and  its  activities  routinely 
elicits  the  response,  "Yes,  I  have  a  friend  or  family  member  who  was  diagnosed  with 
a  brain  tumor."  Several  of  your  colleagues  in  Congress,  their  children  or  their 


spouses,  have  been  diagnosed  with  brain  tumors  this  past  year.  Brain  tumors  are  not 
rare,  but  patients  and  their  families  are  often  reluctant  to  discuss  them  because  of 
fears  about  the  diagnosis  and  the  prognosis. 

Patient  or  research  organizations  often  include  in  their  testimony  a  list 
of  the  research  accomplishments  that  are  the  result  of  NIH  funding  or  improvements 
in  patient  survival  that  are  attributable  to  NIH-sponsored  research.  Unfortunately, 
we  cannot  share  a  list  of  dramatic  breakthroughs  in  brain  tumor  treatment,  even 
though  the  outlook  for  brain  tumor  patients  is  slightly  improved.  The  genetic  and 
molecular  biology  of  brain  tumors  is  extremely  complex.  The  basic,  clinical  and 
translational  brain  tumor  research  opportunities  are  many  and  are  a  cause  for 
optimism.  The  need  for  attention  to  this  research  area  is  keen. 

Brain  tumor  research  is  conducted  at  both  the  National  Institute  of 
Neurological  Disorders  and  Stroke  (NfNDS)  and  at  the  National  Cancer  Institute 
(NCI).  NINDS  funds  approximately  $10  million  in  research  related  to  brain  tumors, 
and  NCI  ftinds  approximately  $50  million  in  brain  tumor  research.  There  are  brain 
tumor  research  efforts  at  other  institutes,  including  some  collaborative  activities. 

The  Coalition  believes  that  the  funding  of  brain  tumor  research 
through  both  NINDS  and  NCI  is  appropriate  and  should  continue,  but  there  should 
be  improved  communication  and  coordination  between  NINDS  and  NCI  regarding 
their  brain  tumor  research  efforts.  Through  improved  communication,  we  believe 
that  the  institutes  can  achieve  a  synergy  from  their  separate  research  efforts.  Others 
interested  in  brain  tumor  research  have  advocated  for  a  cooperative  venture  between 
NCI  and  NINDS  that  would  result  in  the  funding  of  up  to  five  centers  of  excellence 
in  brain  tumor  research.  The  Coalition  has  not  taken  a  position  on  such  an  effort  and 
urges  that  brain  tumor  research  funding  support  the  best  research  opportunities,  and 
that  peer  review  not  be  circumvented  in  any  way. 

Because  of  the  complexities  of  brain  tumors,  a  balance  of  ftinding  for 
basic,  clinical  and  translational  research  in  this  area  is  essential.  We  are  particularly 
concerned  that  there  be  adequate  funding  of  translational  research.  This  will  ensure 
that  the  basic  research  findings  of  bench  scientists  are  translated  into  better 
treatments  for  patients  with  brain  tumors,  and  that  the  successes  and  failures  of 
clinical  research  directly  inform  the  work  of  basic  scientists.  We  need  to  begin  to 
measure  clinical  improvements  resulting  from  new  treatment  in  years,  not  in  months. 

Health  Insurance  Reform 

The  Coalition  is  also  deeply  concerned  about  a  number  of  other  issues 
that  are  not  in  the  jurisdiction  of  this  Subcommittee  but  which  members  of  the  panel 
may  be  asked  to  consider  during  this  Congress  or  the  next.  The  Coalition  strongly 
supports  reform  of  health  insurance  practices  -  including  discrimination,  pre- 
existing conditions  and  lack  of  portability  in  the  group  and  individual  markets  --  that 
restrict  the  availability  of  insurance  for  brain  tumor  patients  and  other  patients  with 
chronic  or  terminal  illnesses.  We  are  pleased  that  the  House  and  Senate  have 
approved  health  insurance  reform  bills,  and  we  urge  the  conference  committee  to 
move  expeditiously  to  resolve  differences  in  the  bills.  The  enactment  of  health 
insurance  reform  is  too  important  to  be  delayed. 


Managed  Care 

An  increasing  number  of  brain  tumor  patients  are  finding  themselves 
eru"olled  in  managed  care  plans,  and  in  some  cases,  enrollment  in  managed  care  has 
resulted  in  severe  limits  on  access  to  proper  diagnostic  services  and  specialty  care. 
Delays  of  the  sort  experienced  in  some  mjmaged  care  plans  can  amount  to  a  death 
sentence  for  brain  tumor  patients.  The  Coalition  is  collecting  and  analyzing 
information  about  the  treatment  of  brain  tumor  patients  in  managed  care  plans, 
developing  policy  options,  and  determining  the  appropriate  venues  for  further 
discussion  on  this  issue.  We  want  to  alert  you  and  other  members  of  Congress 
regarding  our  strong  concerns  about  managed  care. 

Thank  you  again  for  your  advocacy  for  biomedical  research  and  for 
the  patients  whose  lives  and  hopes  depend  on  biomedical  research  victories.  The 
North  American  Brain  Tumor  Coalition  looks  forward  to  working  with  the 
Subcommittee  in  this  session  of  Congress. 


STATEMENT  OF  THE  LEUKEMIA  SOCIETY  OF  AMERICA,  INC. 

The  Leukemia  Society  of  America,  Inc.  is  a  voluntary  health 
organization  dedicated  to  the  cure  of  leukemia.  The  Society  awards  more  than 
$10  million  annually  in  grants  to  support  research  on  leukemia,  lymphoma, 
multiple  myeloma  and  Hodgkin's  disease  and  also  operates  a  patient  aid  program 
to  assist  those  who  have  received  a  diagnosis  of  leukemia  or  a  related  czmcer.  We 
also  advocate  for  policies  that  will  benefit  patients  with  leukemia  in  the  chzmging 
health  care  world  and  that  will  contribute  to  the  cure  of  leukemia. 

The  Leukemia  Society  of  America  appreciates  the  leadership 
exercised  by  the  House  and  Senate  Appropriations  Committees  in  approving  a 
substantial  increase  in  FY  1996  funding  for  the  National  Institutes  of  Health.  It 
was  also  very  important  for  NIH  to  receive  its  funding  early  in  the  fiscal  year  so 
the  agency  and  the  thousands  of  researchers  whose  work  is  dependent  on  federal 
funding  would  not  suffer  through  the  imcertainty  of  a  series  of  continuing 
resolutions.  We  thank  you  for  your  dedication  to  biomedical  research  and  your 
leadership  through  a  difficult  legislative  year. 

FY  1997  NIH  FUNDING 

The  Leukemia  Society  of  America  supports  the  recommendation  of 
the  research  community  ~  including  the  Federation  of  American  Societies  for 
Experimental  Biology,  the  Ad  Hoc  Group  for  Medical  Research  Funding,  other 
voluntary  health  organizations  and  patient  organizations  ~  that  NIH  funding  by 
increased  by  6.5%  in  fiscal  year  1997.  This  recommendation  represents  the  level 
of  funding  that  could  be  invested  productively  in  biomedical  research,  according 
to  the  professional  judgment  of  NIH  leaders. 

We  will  work  for  this  level  of  ftmding  and  ask  that  you  continue 
your  leadership  role  in  support  of  biomedical  resezirch. 
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TRANSLATIONAL  RESEARCH 


In  1995,  the  Leukemia  Society  of  America  initiated  a  translational 
research  program,  in  consultation  with  the  National  Cancer  Institute  (NCI),  to 
support  novel  investigator-initiated  research  on  leukemia  and  its  related  cancers. 
The  translational  research  program  is  intended  to  speed  the  transfer  of  research 
from  the  "bench  to  the  bedside"  and  minimize  the  delay  in  bringing  the  fruits  of 
research  into  clinical  use.  This  program  is  a  unique  public-private  partnership. 
The  program  is  funded  entirely  by  the  Society,  but  NCI  assigns  a  project 
coordinator  to  provide  assistance  and  consultation  to  each  investigator.  Although 
the  effort  is  relatively  new,  the  Society  believes  it  holds  great  promise  and 
encourages  its  expansion.  The  Society  received  outstanding  applications  for 
funding,  and  additional  private  and  public  funding  could  be  used  productively  to 
support  additional  grantees. 

The  House  Subcommittee  has  urged  NCI  to  expand  this 
cooperative  research  opportunity,  and  the  Society  urges  the  Senate  Subcommittee 
to  lend  its  support  to  this  effort.  We  believe  this  is  a  critical  effort  to  improving 
the  outlook  for  leukemia  patients. 

CLINICAL  RESEARCH 

Changes  in  health  care  fmancing  and  delivery  threaten  the  ability 
of  patients  with  leukemia  and  other  life-threatening  diseases  to  participate  in 
clinical  trials.  Because  the  care  offered  in  clinical  trials  is  often  the  best  or  the 
only  appropriate  care  for  leukemia  patients,  limits  on  access  to  clinical  trials  are 
not  acceptable. 

The  Leukemia  Society  of  America  is  pleased  that  NCI  recognizes 
the  impact  of  these  changes,  and  the  Society  supports  the  steps  taken  by  NCI  to 
ensure  access  to  clinical  trials.  We  plan  to  work  with  NCI  to  guarantee  that 
patient  interests  are  not  forgotten  as  negotiations  among  federal  agencies 
regarding  clinical  trial  coverage  progress. 

The  Society  believes  additional  legislative  action  may  be  necessary 
to  ensure  that  patients  with  private  insurance  coverage  have  access  to  clinical 
trials  and  looks  forward  to  working  with  members  of  the  Subcommittee  on  that 
important  issue. 


CONCLUSION 

The  Leukemia  Society  of  America  appreciates  the  opportunity  to 
submit  this  statement  to  the  hearing  record  and  looks  forward  to  working  with  the 
Subcommittee  to  protect  the  nation's  investment  in  biomedical  research. 
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STATEMENT  OF  THE  NATIONAL  COALITION  FOR 
PROMOTING  PHYSICAL  ACTIVITY 

The  National  Coalition  for  Promoting  Physical  Activity 

The  National  Coalition  is  a  collaborative  partnership  of  groups  who  have 
identified  physical  activity  and  health  as  their  primary  mission.  Facilitated  by 
the  American  Alliance  for  Health,  Physical  Education,  Recreation  and 
Dance;  the  American  College  of  Sports  Medicine;  and  the  American  Heart 
Association,  the  National  Coalition's  long-term  mission  is  to  motivate  more 
Americans  to  be  physically  active.  The  benefits  from  exercise  are  far 
reaching.  Studies  have  revealed  that  there  is  a  direct  connection  between 
exercise  and  lower  deaths  rates  from  heart  attacks,  stroke,  hypertension, 
non-insulin-dependent  diabetes,  brittle  bones,  anxiety  and  depression. 
However,  in  lieu  of  this  information  many  Americans  continue  to  remain 
inactive,  with  little  or  no  physical  activity  in  their  daily  lives.  Clearly,  the 
mission  of  the  National  Coalition  is  of  premier  importance. 

To  accomplish  its  goals  the  National  Coalition  will  use  its  network  to  provide 
leadership  to  the  American  public  and  policy  makers  to  increase  the 
understanding,  communication,  and  promotion  of  physical  activity  and 
health.  As  guidelines,  the  National  Coalition  has  developed  a  framework 
built  around  three  key  areas: 

1 .  The  development  of  consistent  exercise  messages  to  clarify  for 
Americans  the  confusing  array  of  information  that  currently  exists; 

2.  The  coordination  of  education  efforts  between  the  public  and  private 
sectors;  and 

3    Public  policy  as  it  relates  to  physical  activity 

National  Coalition  Recommendations 

As  a  Member  on  the  Senate  Appropriations  Subcommittee  on  Labor,  Health 
and  Human  Services,  and  Education  the  National  Coalition  entrusts  you  with 
the  future  health  of  our  nation's  families  and  their  children.  You  are  the 
gatekeeper  of  important  funds,  that  when  used  wisely  may  promote  good 
health  and  prevent  disease  and  disability. 

Investment  in  biomedical  research  ensures  the  good  heath  and  well-being  of 
our  nation,  families,  and  children.  Recent  polls  reflect  this  need  and  show 
that  an  ovenA^helming  majority  of  Americans  believe  that  more  money  should 
be  spent  on  medical  research  to  better  diagnose,  treat,  and  prevent 
diseases.  The  public  is  also  aware  that  biomedical  research  extends  well 
beyond  the  basic  treatment  of  diseases,  but  also  to  the  prevention  of 
diseases.  This  is  an  important  element  in  the  message  to  Americans  that 
physical  activity  is  a  primary  risk  factor  in  the  prevention  of  many  diseases. 

While  many  people  know  that  exercise  is  good  for  them,  many  do  not  know 
why  nor  do  they  understand  how  much  or  what  kind  of  activities  are  right  for 


them    Study  after  study  has  demonstrated  a  link  between  physical  activity 
and  the  prevention  of  cardiovascular  diseases,  osteoporosis,  and  diabetes. 
Exercise  also  appears  to  strengthen  immunity,  control  weight,  reduce  blood 
pressure,  promote  mental  health,  and  prevent  some  cancers. 

The  National  Coalition  for  Promoting  Physical  Activity  is  concerned  with  the 
health  and  well-being  of  Americans.  The  long-term  goal  of  the  coalition  is  to 
motivate  more  Americans  to  be  active.  The  message  promoted  by  the 
National  Coalition  is  that  even  moderate  intensity  activities  do  not  take  much 
time  and  are  easy  to  do  and  provide  health  benefits.  To  supplement  the 
public's  understanding  of  physical  activity  and  deliver  clear,  concise 
messages  in  order  to  get  Americans  physically  active,  the  National  Coalition 
promotes  basic  biomedical  and  outcomes  research. 

The  National  Coalition  for  Promoting  Physical  Activity  supports: 

•  National  Institutes  of  Health  (NIH)-supported  biomedical  research 
nationwide.  To  ensure  growing  support  of  the  research  process  and 
capitalize  on  all  opportunities  for  scientific  breakthroughs    Possible 
mechanisms  include: 

^   An  increase  in  federal  funding  and  research  grant  and  training 
budgets  to  adequately  support  research  as  it  pertains  to  physical 
activity. 

>^    Increase  public  awareness  and  assist  in  the  prevention  of 

diseases  the  National  Coalition  advocates  significant  real  growth 
in  federal  funding  for  biomedical  research  programs  of  the 
National  Institutes  of  Health,  in  particular  the  National  Heart,  Lung 
and  Blood  Institute;  the  National  Institute  on  Neurological 
Disorders  and  Stroke;  and  the  National  Institute  on  Aging. 

•  Federal  funding  for  clinical,  behavioral,  and  outcomes  research  under 
such  agencies  as  the  Agency  for  Health  Care  Policy  and  Research.  The 
AHCPR  plays  an  important  role  through  the  establishment  of  practice 
guidelines  and  conduct  of  outcomes  research.  Practice  guidelines  and 
outcomes  research  help  insure  that  high  quality  and  cost-effective 
medical  services  are  provided. 

•  An  increased  funding  and  promotion  of  such  agencies  as  the  Office  of 
Disease  Prevention  and  Health  Promotion  to  promote  and  support 
physical  activity  among  all  Americans.  The  ODPHP  is  the  federal  office 
responsible  for  prevention  policy  activities  of  the  Department  of  Health 
and  Human  Services    The  ODPHP  promotes  activities  in  the  private 
sector,  services  a  national  information  center  and  offers  programs, 
research,  and  communications  support  for  disease  prevention  and  health 
promotion.  The  cornerstone  of  the  ODPHP  mission  is  the  development, 
monitoring,  and  implementation  of  Healthy  People  2000. 
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The  Centers  for  Disease  Control  and  Prevention  along  with  other  federal 
agencies  The  CDC's  programs  complement  NIH's  research  by  bringing 
prevention  activities  to  Americans.  Possible  mechanisms  include: 

^    Funding  to  support  a  comprehensive  program  of  physical  activity 
and  nutrition  promotion  designed  to  reach  children,  adolescents, 
and  adults.  Program  components  include:  a  coordinated 
communications  effort  to  disseminate  effective  physical  activity 
and  nutrition  messages  and  support  for  all  states  to  develop  the 
capacity  to  deliver  integrated  physical  activity  and  nutrition 
programs. 

^   An  increase  in  funding  for  the  Preventive  Heath  and  Health 
Services  Block  Grant,  the  primary  source  of  federal  funding  for 
states  to  support  prevention  activities. 


Our  Federal  Research  Dollars  at  Work 

The  National  Coalition  supports  the  research  process  and  opportunities  for 
scientific  breakthroughs.  Within  the  last  year  there  have  been  a  number  of 
exciting  areas  of  growth  within  the  physical  activity  realm. 

First,  in  December  of  last  year  the  NIH  sponsored  the  Consensus 
Development  Conference  on  Physical  Activity  and  Cardiovascular  Health. 
Over  the  past  25  years,  the  United  States  has  experienced  steady  declines 
in  the  death  toll  from  cardiovascular  diseases.  Despite  these  declines,  heart 
disease  remains  the  number  one  killer  and  stroke  remains  the  number  three 
killer.  Lifestyle  improvements  by  the  American  public  and  better  control  of 
the  risk  factors  for  heart  disease  and  stroke  have  been  major  factors  in  this 
decline.  The  accumulating  evidence  of  the  risk  of  cardiovascular  disease 
associated  with  a  sedentary  lifestyle  and  the  role  of  physical  activity  in  the 
prevention  and  treatment  of  cardiovascular  disease  risk  factors  needs  to  be 
examined. 

The  NIH  conference  addressed  these  factors  and  brought  together 
specialists  in  cardiology,  exercise  physiology,  cardiovascular  and  behavioral 
medicine,  epidemilogy,  nutrition,  as  well  as  representatives  from  the  public. 
After  one  and  a  half  days  of  presentations  and  audience  discussion,  an 
independent,  non-Federal  consensus  panel  weighed  the  scientific  evidence 
and  presented  key  concepts  on  physical  activity  and  cardiovascular  health. 
Researches  are  now  armed  with  a  broad  array  of  scientific  materials  to 
further  their  understanding  of  the  benefits  of  physical  activity  not  just  to 
cardiovascular  health  but  other  areas  as  well. 

The  Surgeon  General  has  almost  completed  the  first-ever  report  on  physical 
activity    It  is  anticipated  that  the  report  will  be  released  before  the  1996 
summer  Olympic  games  and  will  highlight  the  benefits  of  physical  activity 
and  the  hazards  of  leading  a  sedentary  lifestyle.  The  report  was  written  by  a 
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team  of  top  exercise  scientists  from  across  the  country,  under  the  direction 
of  the  Centers  for  Disease  Control  and  Prevention  and  the  President's 
Council  on  Physical  Fitness  and  Sports.  With  a  simple  concise  message 
this  important  document  will  allow  Congress,  Federal  and  State  policy 
makers,  teachers,  researchers,  doctors  and  others  to  improve  people's 
lifestyles  through  physical  activity.  The  Surgeon  General's  report  is 
expected  to  invigorate  Americans  in  the  same  way  that  the  first  Surgeon 
General's  report  on  smoking  and  health  motivated  people  against  the 
dangers  of  smoking  and  tobacco. 

Beyond  the  Surgeon  General's  report,  the  CDC  will  co-sponsor  two  courses 
for  biomedical  and  behavior  researchers  and  public  health  professionals. 
The  courses  are  designed  to  train  health  professionals  to  conduct 
community  physical  activity  research  and  interventions  and  to  promote 
physical  activity  initiatives  and  policies  in  communities. 

America  is  on  the  cutting  edge  of  physical  activity  research.  The  previous 
examples  are  just  a  few  of  the  many  reasons  why  more  Federal  dollars  are 
needed  to  promote  and  examine  the  many  benefits  of  physical  activity.  And 
the  benefits  are  far  reaching.  Everyone  feels  the  immediate  improvement  in 
their  health  after  accumulating  30  minutes  a  day  of  physical  activity  over 
most  days  of  the  week,  however,  what  is  still  being  studied  is  how  physical 
activity  can  be  used  to  prevent  some  diseases,  stimulate  the  healing 
process,  or  improve  disabilities. 

The  key  research  need  is  not  more  information  on  the  benefits  of  physical 
activity.  Rather,  it  is  understanding  how  to  get  individuals  and  communities 
to  make  the  changes  needed  to  become  more  active.  There  is  a  clear  need 
for  1 )  developing  and  testing  affective  interventions  to  increase  physical 
activity,  and  2)  implementing  and  disseminating  those  programs,  which  have 
been  demonstrated  to  be  effective. 


STATEMENT  OF  NANCY  S.  WELLMAN,  ON  BEHALF  OF  THE 
NUTRITION  SCREENING  INITIATIVE 

Mr.  Chaimian  and  Members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  provide  testimony  about  malnutrition  and  the  elderly.  I  would  like  to  respectfully 
request  that  this  committee  direct  the  National  Institute  on  Aging  (NIA)  to  conduct 
the  critical  research  needed  to  clarify  this  problem  and  its  solutions.  It  is  my  goal  to 
provide  the  information  that  you  need  to  be  confident  that  your  actions  will  make  a 
difference  for  millions  of  malnourished  Americans,  their  families,  and  their  health 
care  providers. 

Background:  The  Nutrition  Screening  Initiative 

The  American  Academy  of  Family  Physicians,  The  American  Dietetic 
Association,  and  the  National  Council  on  the  Aging  are  founding  partners  of  the 
Nutrition  Screening  Initiative  (NSI).  These  3  organizations  are  joined  by  a  broad, 
multidisciplinary  coalition  of  27  medical,  social,  and  aging  organizations  focusing  on 


42 


the  nutrition  and  health  of  older  Americans.  NSl's  goal  is  to  establish  routine 
nutrition  screening  and  intervention  to  reduce  the  rate  of  malnutrition  among  the 
elderly  and,  ultimately,  all  segments  of  society. 

Prevalence  of  Malnutrition  Among  the  Elderly 

Over  the  past  decade,  it  has  become  increasingly  clear  that  inadequate  nutritional 
intake  and  malnutrition  is  a  problem  for  many  older  Americans.  Using  widely 
accepted  criteria,  a  substantial  proportion  of  older  Americans  have  dietary  intakes  or 
diseases  that  place  them  at  high  risk  of  malnutrition.  Recent  studies  document  that 
many  Americans  consistently  fail  to  consume  even  the  minimal  recommended 
servings  of  fruits  and  vegetables.  Only  13  percent  of  adults  aged  55  to  74  years 
consumed  these  minimums.  Intakes  of  lowfat  milk  products  and  other  foods 
recommended  for  optimal  health  are  often  inadequate  as  well. 

You  may  recall  a  report  from  your  colleagues  on  the  former  House  Committee 
on  Education  and  Labor  which  stated  that  "85%  of  the  older  population  have  one  or 
more  chronic  conditions  that  have  been  documented  to  benefit  from  nutrition 
interventions."  Some  of  the  most  common  conditions  are  hypertension,  diabetes 
mellitus.  renal  disease,  heart  disease,  osteoporosis,  and  chronic  gastrointestinal 
conditions.  In  addition,  cancer  is  the  second  most  common  cause  of  death  in  older 
patients,  but  up  to  40%  of  cancer  patients  suffer  from  malnutrition. 

Many  older  Americans  do  not  have  access  to  the  basic  foods  necessary  for  a 
healthy  diet.  A  study  conducted  by  the  Urban  Institute  revealed  that  more  than  1.5 
million  elderly  said  "yes"  when  asked  if  they  have  experienced  at  least  1  of  4 
indicators  of  food  deprivation  in  the  past  6  months.  And  more  than  400,000 
individuals  said  "yes"  when  asked  if  they  have  skipped  meals  in  the  last  month 
because  they  had  no  food  available  and  no  money  or  food  stamps  to  buy  food.  The 
prevalence  of  food  deprivation  among  the  elderly  underscores  the  need  for  a  widely 
distributed  and  well-funded  nutrition  screening  and  intervention  program.  It  seems 
obvious  that  in  order  to  address  malnutrition,  we  must  locate  those  who  are  at  risk 
and  use  the  most  cost-effective  strategies  to  treat  them. 

In  a  survey  commissioned  by  the  Nutrition  Screening  Initiative,  a  national  sample 
of  doctors  said  that  one  quarter  of  their  elderly  patients  suffer  from  malnutrition. 
Among  hospitalized  elderly  patients,  the  rate  of  malnutrition  was  even  higher  —  as 
much  as  half  of  this  group  was  estimated  to  be  malnourished.  Among  the  nursing 
home  residents  and  home  care  recipients,  doctors  and  administrators  estimated  that 
the  rate  of  malnourishment  was  50%  and  44%  respectively.  It  was  also  reported  that 
one  of  the  biggest  obstacles  to  routine  nutrition  screening  and  early  intervention  is 
the  lack  of  reimbursement  to  health  care  providers. 

These  high  rates  of  malnutrition  should  be  a  giant  red  flag  to  health  care  and 
long-term  care  policymakers  because  malnourished  older  Americans  get  more 
infections  and  diseases,  their  injuries  take  longer  to  heal,  surgery  on  them  is  riskier, 
and  their  hospital  stays  are  longer  and  more  expensive. 
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Cost  Effectivgncss  of  Screening  and  Treatment 

I  am  extremely  pleased  to  announce  that  the  Nutrition  Screening  Initiative  will  be 
releasing  the  first  cost-effectiveness  analysis  of  the  use  of  medical  nutritional 
therapies  very  soon.  Medical  nutritional  therapies  are  used  for  the  dietary 
management  of  a  medical  disorder,  either  orally  or  by  tube  feeding.  This  study  is 
being  conducted  by  the  Barents  Group  of  Peat  Marwick  and  is  based  on  a  complete 
review  of  the  scientific  literature  and  research  based  on  a  cost-effectiveness  model. 

The  Barents  Group  study  shows  that  there  is  considerable  evidence  of  both  the 
clinical  efficacy  and  cost-effectiveness  of  medical  nutritional  therapies  in  the 
treatment  of  a  wide  variety  of  illness  and  conditions,  such  as  bowel  diseases,  cancer, 
diabetes,  hip  replacement,  HIV/AIDS,  liver  diseases,  renal  dysfunction,  and  sepsis. 
Also,  there  are  significant  savings  in  the  care  of  Medicare  beneficiaries,  Medicaid 
recipients,  and  FEHBP  members  if  medical  nutritional  therapies  are  used 
appropriately  and  consistently  for  patients  with  critical  injuries  and  illness. 

In  addition,  other  preliminary  studies  have  indicated  that  malnourished  patients 
compared  to  well-nourished  patients: 

take  40%  longer  to  recover  from  an  illness; 

•  have  two  to  three  times  more  complications; 

have  hospital  stays  that  are  90%  longer  and  $5,000  more  costly  per 
medical  patient  and  $10,000  more  costly  per  surgical  patient;  and 

•  are  readmitted  to  hospitals  earlier  and  more  frequently. 

These  findings  should  guide  and  focus  our  research  efforts  toward  verifying  and 
quantifying  the  prevalence  of  malnutrition  in  the  growing  elderly  population,  and 
learning  what  are  the  most  effective  and  cost-saving  interventions. 

Detecting  Malnutrition 

Nutrition  screening  provides  a  systematic  method  to  identify  those  at  risk  and  to 
employ  the  necessary  range  of  social,  economic,  dietary,  and  medical  interventions 
to  prevent  malnutrition.  With  the  appropriate  scientific  research,  medical 
interventions,  and  social  action,  malnutrition  and  nutrition  related  health  problems 
can  be  addressed  and  in  many  cases  can  be  prevented. 

To  help  identify  at-risk  elderly,  the  Nutrition  Screening  Initiative  has  developed 
and  distributed,  free  of  charge,  a  checklist  to  help  individuals  determine  if  they  are  at 
risk  of  malnutrition.    It  is  a  simple  self-test  that  requires  individuals  to  indicate,  for 
example,  if  they  eat  fewer  than  two  meals  per  day,  how  of^en  they  eat  alone,  if  they 
don't  have  enough  money  to  buy  the  food  they  need,  and  whether  they  have  tooth  and 
mouth  problems  that  make  eating  difficult  -  all  signs  that  they  may  be  at  risk  of 
malnutrition.  This  checklist  has  been  distributed  to  more  than  one  million  doctors, 
nurses,  and  other  health  service  providers  all  over  the  country  to  promote  awareness 
of  the  risk  factors  of  malnutrition.  The  Nutrition  Screening  Initiative  is  also 
distributing  more  precise  nutrition  screening  tools  to  be  used  by  health  care 
professionals  to  assess  levels  of  malnutrition  and  to  guide  interventions  to  prevent 
and  treat  nutrition-related  health  problems. 
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NSI  sees  many  opportunities  with  the  growth  of  managed  care  to  integrate 
nutrition  screening,  promote  nutrition  interventions,  and  prevent  nutrition  related 
health  problems  among  the  nation's  elderly.    HMOs  and  other  types  of  managed  care 
organizations  continue  to  enroll  Medicare  beneficiaries  in  record  numbers.  Not 
surprisingly,  many  plans  are  finding  that  nutrition  screening  and  nutrition 
intervention  programs  help  them  identify  and  meet  the  needs  of  high-risk 
populations. 

NSI  is  working  with  managed  care  professionals  across  the  country  to  identify 
the  finest  existing  nutrition  programs,  to  develop  model  programs  and  nutrition  care 
manuals,  and  to  improve  the  ability  of  health  plans  to  prevent  nutrition-related 
problems.    Recently,  NSI  held  a  round  table  discussion  with  employers  and 
representatives  of  managed  care  organizations  in  collaboration  with  the  Washington 
Business  Group  on  Health.  The  discussion  focused  on  nutritional  health  and  its 
significance  to  improving  senior  health  and  controlling  the  burgeoning  health  care 
budget.  The  round  table  confirmed  employer  interest  in  nutrition  care  as  a  key 
indicator  that  "managed  care"  can  deliver  quality  cost-effective  health  care. 

NSI  is  also  working  with  the  National  Committee  for  Quality  Assurance  to 
develop  measures  of  health  plan  performance  in  the  area  of  nutrition  care  to  be 
included  in  HEDIS  (version  3.0),  their  performance  measurement  system.  This 
information  will  help  consumers  and  employers  make  judgments  about  plan  quality 
and  lead  to  cost-effective  approaches  to  care. 

Research  Agenda 

In  order  to  move  forward  with  additional  public  health  measures  to  address 
malnutrition  among  the  elderly,  scientists,  clinicians,  and  policymakers  have  asked 
for  in-depth  information  on  such  research  topics  as: 

•  the  validity  of  nutrition  screening  and  assessment  tools  and  criteria; 

•  the  efficacy  of  nutrition  interventions  delivered  by  community  health  and 
social  service  professionals; 

the  effects  of  nutritional  supplements  on  the  malnourished  older  person  to 
determine  their  impact  in  acute  and  chronic  situations; 

the  efficacy  and  cost  effectiveness  of  screening  for  malnutrition  in  a 
variety  of  settings  ~  free  living,  hospitalized,  and  long-term  care  elderly 
populations. 

Historical  Perspective  of  Research  Support 

Mr.  Chairman,  first  I  would  like  to  remind  the  committee  of  your  past  support  for 
this  research  and  to  thank  you.  Senator  Harkin,  and  your  colleagues  for  the  steadfast 
support  and  leadership  that  you  have  provided  over  the  years.  In  1993,  the  Senate 
Departments  of  Labor,  HHS,  and  Education  and  Related  Agencies  Appropriations 
bill  provided  $1 .5  million  for  the  National  Institute  on  Aging  to  conduct  research  on 
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the  efficacy  and  cost  effectiveness  of  nutrition  screening  and  intervention  activities, 
and  on  the  extent  of  malnutrition  and  related  disorders  in  the  elderly  population. 

The  National  Institutes  of  Health  Revitalization  Act  of  1993  authorized  this 
research,  and  the  FY95  appropriations  bill  reiterated  the  committee's  interest  in  "the 
research  focus  of  NIA  regarding  malnutrition  among  the  elderly  and  the  special  role 
of  nutrition  in  assisting  in  the  recovery  of  hospitalized  elderly  patients." 
Representatives  of  the  American  Academy  of  Family  Physicians  and  the  American 
Dietetic  Association  met  with  NIA  staff  several  times  during  1994,  to  help  clarify 
research  goals,  priorities,  and  feasible  study  designs.  On  July  29,  1994,  NIA 
published  a  program  announcement  to  encourage  research  into  the  extent,  causes, 
and  potential  interventions  in  malnutrition  in  the  elderly.  However,  NIA  made  no 
specific  funding  amount  available  for  this  research  and  only  one  modest  grant  has 
been  awarded. 

Last  year,  for  FY96,  the  Senate  report  accompanying  the  NIA  appropriations  bill 
stated 

Malnutrition  among  the  elderly  is  a  serious  public  health  problem  and 
has  been  identified  as  a  clinical  research  priority  by  the  Institute  of 
Medicine.  The  Committee  is  disappointed  in  the  progress  made  on  its 
fiscal  year  1 993  recommendation  for  research  on  the  efficacy  and 
outcomes  of  nutrition  screening  to  identify  the  levels  of  malnutrition 
and  other  nutrition-related  problems  among  the  elderly.  The  Institute 
is  urged  to  redouble  its  efforts  in  this  important  area. 

In  NlA's  budget  justification  for  FY97,  reference  is  made  to  the  House  report 
language  "supporting  research  on  nutrition  screening  and  malnutrition-related 
problems  among  the  elderly,"  but  not  to  this  committee's  strong  call  for  this  research. 
Unfortunately,  NIA's  response  to  the  committee's  report  language  in  its  budget 
justification  focuses  on  using  animal  models  that  are  not  related  to  the  research  you 
requested  on  efficacy  and  cost  efTectiveness  of  nutrition  screening  and  intervention 
activities  and  on  the  extent  of  malnutrition  in  the  elderly  population.  We  believe  that 
the  April  1996  workshop  referenced  by  NIA  in  its  justification  must  be  followed  by 
funding  of  qualified  researchers  in  the  field  as  this  committee  has  directed. 

Today,  we  are  asking  the  committee  to  restate  its  commitment  to  the  priority  use 
of  funding  for  this  research  in  the  fiscal  year  1997  appropriations  bill.  This  research 
will  add  critical  empirical  data  to  our  understanding  of  malnutrition  among  the 
elderly  and  the  most  effective  interventions  for  preventing  and  treating  it. 

Conclusion 

The  level  of  malnutrition  among  America's  older  adults  is  unacceptable  and  it  is 
preventable.  We  believe  that,  with  the  findings  from  the  authorized  NIA  research, 
we  can  keep  people  out  of  nursing  homes  and  hospitals  and,  when  they  do  become 
ill.  we  can  help  them  recover  faster.  But  we  need  to  get  this  research  started  as  soon 
as  possible.  Support  for  nutrition  research  is  widespread:  the  nearly  2,000  delegates 
to  the  1 995  White  House  Conference  on  Aging  recommended  nutrition  care  and 
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nutrition  research  in  9  of  the  23  health-related  resolutions  that  were  passed  at  that 
conference. 

Mr.  Chairman,  the  need  for  the  findings  from  the  NIA  research  grows  each  year 
we  wait.  Your  support  of  these  research  efforts  will  help  contain  the  demand  for 
health  care  resources  and  improve  the  quality  of  life  for  older  individuals.  We  must 
do  more  to  keep  older  Americans  healthy  and  out  of  expensive  acute  and  chronic 
care  settings. 

Thank  you  for  your  past  support  and  your  consideration  of  our  current  request. 


STATEMENT  OF  CHRISTOPHER  J.  PORTELLI, 
ON  BEHALF  OF  THE  NATIONAL  RYAN  TITLE 
III(B)  COALITION 

Chairman  Specter,  on  behalf  of  the  National  Ryan  White 
Title  111(B)  Coalition,  I  would  like  to  express  our 
gratitude  for  the  additional  resources  provided  to  Title 
III(B)  of  the  Ryan  White  CARE  Act  in  FY  1996.  The 
additional  $4.6  million  is  a  modest  step  towards  ensuring 
that  adequate  primary  care  services  are  available  to 
people  with  HIV/ AIDS  in  Pennsylvania  and  across  the 
nation.  For  FY  1997,  we  estimate  that  $96  million,  an 
increase  of  $39.1  million,  will  be  required  to  fiind 
additional  Title  III(B)  applicants  and  to  assist  current 
grantees  in  providing  the  latest  medical  treatment 
breakthroughs.  Outlined  in  my  testimony  is  a  detailed 
justification  of  our  requested  appropriation. 

The  National  Ryan  White  Title  IIl(B)  Coalition  includes 
representatives  from  community  and  migrant  healtii 
centers,  city  and  county  health  departments,  health  care 
for  the  homeless  centers  and  diverse  community-based 
organizations  that  specifically  target  communities  of 
color  and  other  historically  underserved  individuals  and 
families.  Title  III(B)  of  the  Ryan  White  CARE  Act 
provides  grants  directly  to  existing  community-based 
clinics  and  public  health  providers  to  develop  and  deliver 
both  early  and  ongoing  comprehensive  HIV  services  to 
persons  with  HIV/AIDS,  on  an  outpatient  basis.  In  FY 
1995,  144  grantees  were  located  in  33  states  and 
territories;  those  numbers  are  expected  to  grow  in  FY 
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The  Coalition's  requested  increase  of  $39. 1  million  has 
three  components: 

1)  The  federal  government  has  already  approved  over 
$25  million  in  applications  from  qualified  Title  III(B) 
grantees,  but  cannot  fund  those  applications  due  to  a  lack 
of  appropriations.  These  unfunded  applicants  are  located 
in  rural  and  underserved  urban  areas  —  sometimes  in 
locations  that  have  no  other  HIV  primary  care  available. 

2)  The  latest  AIDS-related  medical  news  is  a  successful 
three-drug  combination  therapy,  including  protease 
inhibitors,  which  has  reduced  HIV  in  the  blood  to  an 
undetectable  level  in  some  cases.  $9.1  million  is 
urgently  needed  by  Title  111(B)  providers,  which 
currently  provide  primary  care  to  over  51,300  clients 
with  HIV  disease,  to  implement  this  promising  medical 
strategy,  and  to  provide  more  accurate,  but  more 
expensive,  diagnostic  testing. 

3)  Last  year,  the  clinical  trial  known  as  ACTG/076 
yielded  exciting  news  -  HIV-positive  pregnant  women 
who  took  the  medication  AZT  during  pregnancy  had 

a  reduced  rate  of  perinatal  transmission  of  HIV  to  their 
babies.  Previous  rates  were  25.5  percent  as  compared 
to  8.3  percent  among  women  who  took  AZT.  The 
Coalition  requests  that  a  modest  $5  million  be  provided 
to  help  Title  III(B)  clinics  begin  to  address  increased 
demand  for  prenatal  care  to  halt  maternal-infant 
transmission  of  HIV. 


48 


Title  111(B)  is  the  only  CARE  Act  title  ever  to  lose 
funding,  despite  expanding  caseloads  and  increasingly 
more  complex  client  needs.  In  FY  1997,  Title  III(B) 
requires  $96  million  so  that  current  grantees  can 
administer  the  latest,  most  effective  medical  care  without 
turning  new  patients  away.  Collectively,  Title  III(B) 
providers  faced  an  increase  of  22. 1  %  in  their  total  HIV 
population  in  1993.  The  Centers  for  Disease  Control 
and  Prevention  (CDC)  reported,  in  1994,  the  diagnoses 
of  63,(X)0  new  cases  of  AIDS.  Between  40,000  and 
80,000  new  infections  are  expected  this  year. 

The  epidemic  is  expected  to  outpace  the  additional 
resources  made  available  to  the  Title  III(B)  program  in 
FY  1996  to  meet  expanding  -  and  more  complex  - 
medical  needs,  such  as  the  new  three-drug  combination 
therapy  using  protease  inhibitors. 

Title  111(B)  providers  serve  the  communities  with  the 
most  alarming  growth  rates  of  HIV  infection  -  people  of 
color,  women  and  adolescents  -  particularly  in  the 
poorest  of  neighborhoods.  58%  of  Title  III(B)  patients 
are  people  of  color;  50%  of  Title  III(B)  patients  are 
female;  12%  are  adolescents.  It  is  estimated  that  at  least 
one  teenager  becomes  infected  with  HIV  every  hour  of 
every  day.  Without  an  increase  in  Title  III(B)  funds, 
community  health  providers  will  be  forced  to  turn  away 
these  patients,  creating  waiting  lists,  as  HIV/AIDS 
caseloads  increase.  Needs  will  go  unaddressed. 
Patients,  forced  to  access  more  expensive  emergency  and 
acute  care  in  the  already  overcrowded  public  hospital 
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system,  will  delay  care  until  the  need  is  acute  and  the 
cost  is  high. 

The  Title  III(B)  grantees  receive  direct  funding  to 
provide  primary  care  services  to  people  with  HIV/ AIDS, 
avoiding  layers  of  federal  and  local  bureaucracy, 
administrative  costs  and  costly  hospital  settings.  Title 
III(B)  of  the  CARE  Act  funds  HIV  primary  medical 
services  to  keep  people  well  longer  and  to  provide  a 
"safety  net"  for  local  public  health  infrastructure. 
Clients  are  seen  on  an  outpatient  basis  and  avoid 
expensive  in-patient  hospitalizations,  which  can  cost  an 
average  of  $1,000  per  day.  The  new  three-drug 
combination  therapy  may  enable  clients  to  avoid  the 
hospital  entirely  for  a  significant  period  of  time.  If  every 
HIV-positive  client  seen  by  Title  III(B)  providers  were 
able  to  avoid  just  one  week  of  in-patient  hospitalization, 
a  savings  of  approximately  $360  million  would  be 
realized. 

Tide  111(B)  providers  aggressively  target  outreach  to 
high-risk  communities,  incorporate  counseling  and 
testing  opportunities  in  the  overall  scope  of  services 
provided  to  a  community  and  focus  on  the  earliest 
intervention  possible  in  the  onset  of  HIV  disease.  It  has 
been  proven  that  people  with  AIDS  within  a  managed 
system  of  care  live  66  percent  longer  and  realize  a 
savings  of  46  percent  in  hospitalization  costs.  It  has  also 
been  found  that  patients  with  AIDS  who  receive  care 
from  the  most  experienced  HIV  physicians  -  like  those 
in  Title  111(B)  settings  -  nearly  double  their  life 
expectancy  from  14  months  to  26  months. 
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Title  in(B)  community  health  providers  are  the  primary 
"point  of  access"  to  comprehensive  health  care  for 
historically  underserved  populations  and  medically 
indigent  individuals,  particularly  women,  children  and 
people  of  color.  In  1993,  an  estimated  150,000  people 
with  HIV,  or  at  high  risk  for  HIV,  were  served  by  136 
Title  111(B)  clinics  nationwide.  Culturally  and 
linguistically  appropriate.  Title  III(B)  services  are 
centralized  within  a  client's  existing  health  care  network 
to  build  upon  historical  and  familiar  relationships 
between  patients  and  their  community  health  providers. 
Additionally,  new  planning  grants,  be  adopted  as  part  of 
the  reauthorization  of  Title  III(B),  will  assist  providers, 
particularly  in  rural  areas,  in  creating  capacity  for  HIV 
care  services  and  becoming  eligible  for  Title  III(B) 
funding.  These  new  planning  grants  will  avert  the  costly 
creation  of  entirely  new  clinics  to  treat  people  with 
HIV/ AIDS  by  building  upon  established  infrastructure. 

Title  111(B)  of  the  Ryan  White  CARE  Act  has  been  an 
extremely  successful  program  -  combining  testing  and 
counseling  services  with  primary  medical  care  for  an 
estimated  150,0(X)  persons  in  1993  with,  or  at  high  risk 
for,  HIV  infection.  Title  111(B)  clinics  create  "one-stop 
shopping"  opportunities  for  HIV  and  non-HIV  related 
comprehensive  medical  care.  Patients  newly  identified 
by  a  clinic's  testing  center  are  readily  counseled 
regarding  the  need  to  stay  in  care  and  to  undertake  a 
program  of  early  intervention  to  treat  their  HIV 
infection.  This  one-stop-shop  brings  newly  diagnosed 
patients  quickly  into  care.   This  is  critically  important 
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because  getting  patients  into  care  early  allows  for  tiie  use 
of  AZT  which  may  delay  tiie  onset  of  AIDS  symptoms. 
In  Philadelphia,  one  clinic  has  an  average  intake  of  one 
new  HIV-infected  patient  daily.  HIV-positive  pregnant 
women  can  be  identified  tiirough  basic  prenatal  visits, 
counseled  on  tiie  options  for  HIV  early  intervention  and 
provided  AZT  to  reduce  the  possibility  of  transmission  of 
tiie  virus  to  tiieir  children  ~  all  in  one  setting.  This 
model  seeks  to  avert  wasteful  administrative  costs 
associated  witii  fragmented  service  delivery. 

Chairman  Specter,  I  urge  you  to  give  priority 
consideration  to  Titie  III(B)  of  tiie  Ryan  White  CARE 
Act  tills  year  and  provide  $96  million  in  your  FY  1997 
appropriations  legislation.  Because  the  latest  medical 
breakthroughs  offer  great  promise  to  improve  the  healtii 
of  people  witii  HIV/ AIDS,  new,  first-time  patients  will 
be  coming  to  Titie  ni(B)  clinics  for  HIV-related  primary 
care.  Titie  111(B)  programs  will  be  expected  to  serve 
tiiese  patients  and  will  need  greatiy  increased  resources 
if  tiiey  are  to  do  so.  For  tiie  first  time  in  many  years, 
there  is  new  hope.  Please  give  us  tiie  funding  to 
translate  that  hope  into  reality  for  people  living  witii 
HIV/AIDS.  If  you  or  your  staff  have  additional 
questions  regarding  Titie  III(B)  programs,  please  do  not 
hesitate  to  contact  me  or  tiie  Coalition's  Washington 
Representative,  The  Sheridan  Group.  Thank  you  in 
advance  for  your  consideration. 
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STATEMENT  OF  THE  CFIDS  ASSOCIATION  OF 
AMERICA 


Thank  you  for  the  opportunity  to  address  the  Senate  Labor/HHS 
Appropriations  Subcommittee.  My  name  is  Kimberly  Kenney,  and 
I  am  executive  director  of  The  CFIDS  Association  of  America.  The 
Association  is  the  world's  largest  and  most  active  charitable 
organization  dedicated  to  conquering  chronic  fatigue  and  immune 
dysfunction  syndrome,  or  CFIDS,  also  known  as  chronic  fatigue 
syndrome  or  CFS.  The  Association  has  more  than  23,000  members 
and  a  mailing  list  of  more  than  175,000.  In  its  mission  to  conquer 
CFIDS,  the  Association  supports  education,  public  policy  and 
research  programs.  Since  1987  the  Association  has  fUnded  $2.3 
million  in  direct  research  grants  and  has  published  and  distributed 
hundreds  of  thousands  of  copies  of  its  quarterly  magazine.  The 
CFIDS  Chronicle.  The  CFIDS  Association  of  America  is  a  non- 
profit 501(c)(3)  organization  governed  by  a  board  of  directors 
comprised  of  persons  with  CFIDS,  family  members  of  persons  with 
CFIDS  and  healthy  professionals.  To  date,  tlie  Association  has 
received  no  federal  or  state  support,  raising  all  of  its  funds  from 
persons  with  CFIDS  and  those  who  care  about  them. 

CFIDS  is  a  serious  and  complex  ilhess  that  affects  many  different 
body  systems.  There  is  no  known  cause  or  cure.  The  illness  is 
characterized  by  bone-crushing  fatigue,  persistent  flu-like 
symptoms,  intractable  pain  and  Alzheimer-like  cognitive  deficits. 
These  and  other  symptoms  can  come  and  go,  complicating  U-ealment 
and  the  ability  to  cope  with  the  illness.  In  addition,  most  symptoms 
are  invisible  making  it  difficult  for  others  to  understand  the  vast 
array  of  debilitating  symptoms  that  persons  with  CFIDS  have.  Tlie 
impact  of  this  illness  is  often  severely  disabling;  it  can  last  for  many 
years.  Further,  it  is  often  misdiagnosed  because  it  closely  resembles 
other  disorders  including  multiple  sclerosis,  Lyme  disease,  lupus 
and  post-polio  syndrome. 

Recent  studies,  using  the  most  restrictive  definition  of  CFIDS,  have 
reported  conservative  estimates  of  the  number  of  persons  afflicted 
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with  CFIDS.  Based  on  these  studies  conducted  by  independent 
investigators  in  different  settings,  we  know  that  tliere  are  a  minimum 
of  500,000  men  and  women  in  the  United  States  suffering  witli 
CFIDS.  There  are  no  official  estimates  of  tlie  number  of  children 
with  the  disease,  yet  we  know  that  CFIDS  aftects  a  significant 
number  of  children  and  adolescents  in  tliis  country.  An  Australian 
study  found  that  the  prevalence  of  CFS  among  10-  to  19-year-olds 
was  nearly  130%  that  of  adults  in  the  Australian  population  studied 
and  the  overall  prevalence  estimates  made  this  Australian  group  are 
consistent  with  those  made  by  several  independent  researchers  in 
the  United  States. 


The  severity  of  this  disease,  its  long-lasting  and  debilitating  nature 
and  the  number  of  persons  affected  by  it  make  CFIDS  not  only  a 
serious  public  health  threat,  but  also  a  serious  economic  threat  to 
this  country.  Unlike  terminal  ilhiesses  that  exact  a  significant, 
though  limited  toll  on  this  nation*s  economy,  chronic  illnesses  like 
CFIDS  that  strike  people  during  their  most  productive  years  have 
long-term  and  compounding  effects.  Additions  to  the  economy  in 
terms  of  wages  and  tax  revenues  are  lost;  instead  disability  benefits 
and,  in  many  cases,  welfare  and  other  forms  of  public  assistance  are 
paid  out.  Persons  with  CFIDS  want  nothing  more  desperately  than 
the  ability  to  return  to  healthy,  productive  lives.  We  believe  that 
with  adequate  resources,  this  is  possible. 

The  Association  is  committed  to  fighting  CFIDS  through  education, 
public  policy  and  research.  These  programs  and  the  courageous 
efforts  of  CFIDS  research  pioneers  have  brought  CFIDS  research 
to  a  point  at  which  a  meaningful  breakthrough  in  the  diagnosis  and 
treatment  of  the  illness  is  imminent.  In  1995,  we  witnessed  many 
important  advances,  including  the  following: 

1)  In  March  1995,  a  team  of  researchers  at  Johns  Hopkins 
University  published  a  study  suggesting  a  possible  link  between 
CFIDS  and  a  known  blood  pressure  abnormality  called  neurally 
mediated  hypotension.  This  condition  can  be  tested  for  by  objective 


54 


means  and  treated  using  a  range  of  FDA-approved  pharmaceuticals 
and  dietary  and  lifestyle  adjusUnents.  In  the  March  1 995  study  and 
an  expanded  one  published  in  the  Journal  of  the  American  Medical 
Association  in  September  1 995,  treaUnent  of  CFIDS  patients  for 
neurally  mediated  hypotension  resulted  in  significant  amelioration 
of  symptoms  and  corresponding  improvement  in  ftinction.  In  fact, 
a  number  of  these  patients  have  resumed  close  to  normal  lives.  A 
collaborative  study  between  the  NIH  and  this  Jolins  Hopkins  group 
is  now  underway  to  test  the  protocol  under  double  blind  conditions. 

2)  Results  of  a  community-based  prevalence  study  of  CFIDS 
conducted  by  the  Centers  for  Disease  Control  and  Prevention  raised 
awareness  about  the  broad  demographics  affected  by  CFIDS  and 
changed  estimates  of  how  many  adults  in  this  country  are  affected  by 
CFIDS.  CDC  researchers  found  that  blacks  and  native  Americans 
were  twice  as  likely  as  whites  to  report  having  a  CFIDS-like  illness. 
In  addition,  the  average  income  reported  by  cases  was  $  1 5,000  per 
year.  These  findings  stand  in  sharp  contrast  to  the  popular  profile  of 
the  average  sufferer  being  a  white,  affluent  woman  as  identified  in 
the  CDC's  earlier  physician-based  prevalence  study.  Thanks  to  the 
CDC,  this  year  the  label  "yuppie  flu"  was  finally  and  conclusively 
dismissed  as  inaccurate  and  misleading. 

3)  Two  CFS  Cooperative  Research  Centers  were  awarded  by  the 
National  Institutes  of  Health  to  researchers  at  the  University  of 
Medicine  and  Dentistry  at  New  Jersey  and  the  University  of 
Washington.  The  New  Jersey  center  will  conduct  integrated 
research  into  the  neurologic  and  immunologic  abnormalities 
prominent  in  CFIDS  patients.  Researchers  there  will  also  work  to 
identify  effective  treatment  strategies  using  a  comprehensive 
approach  to  treatment.  This  center  is  unique  in  the  fact  that  it  will 
also  study  ill  Gulf  War  veterans  under  a  center  grant  from  the 
Department  of  Veterans  Affairs.  (Illnesses  of  Gulf  War  veterans 
have  been  described  as  similar  to  CFIDS.  At  the  University  of 
Washington,  a  study  of  twins  discordant  for  CFIDS  will  aid 
investigators  in  identifying  potential  genetic  U*aits,  risk  factors,  co- 
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factors  or  exposures  that  contribute  to  the  onset  of  CFIDS.  Tlie 
SeattJe  research  group  also  plans  to  continue  other  multidisciplinary 
studies  of  CFIDS. 

4)  On  September  12,  the  National  Advisory  Allergy  and  Infectious 
Diseases  Council  held  its  fu'st  session  dedicated  solely  to  a  review 
of  CFIDS  research.  Following  presentations  by  scientists  and 
clinicians  working  on  CFIDS,  the  Council  concluded  that  the 
multidisciplinary  approach  to  CFIDS  research  was  paying  dividends 
and,  in  fact,  should  be  expanded  to  involve  researchers  from  fields 
not  currently  represented  in  the  CFIDS  research  effort.  Further,  tlie 
Council  stated  that  additional  studies  are  needed  in  key  areas  of 
investigation.  The  Council  also  affirmed  that  the  National  Institute 
for  Allergy  and  Infectious  Diseases  should  continue  to  provide 
leadership  at  NIH  for  the  study  of  this  illness. 

To  maximize  the  resources  devoted  to  the  rapid  evolution  of 
knowledge  about  CFIDS.  leadership  from  the  Assistant  Secretary 
for  Health  has  proven  enormously  beneficial.  Dr.  Philip  Lee's 
chairmanship  of  the  CFS  Interagency  Coordinating  Committee 
(CFSICC)  has  continued  to  produce  meaningful  dialogue  at  and 
between  periodic  meetings.  In  response  to  Congressional  requests, 
the  patient  and  private  research  communities  have  continued  to  have 
representation  on  the  ICC.  I  am  privileged  to  be  one  of  four  patient 
advocates  on  this  committee  and  can  attest  to  the  tangible  benefits 
of  providing  a  forum  for  government  agencies  to  regularly  share 
information  witli  one  another  and  tlie  patient  community.  At  our 
urging  and  that  of  Congress,  the  Assistant  Secretary  for  Health  has 
committed  to  chartering  this  committee  to  ensure  its  continuity  and 
vital  role  in  the  federal  government's  response  to  CFIDS. 

The  strengthened  research  and  communications  infrastructure 
currently  in  place  gives  us  strong  reason  to  believe  that  the 
investments  made  in  CFIDS  research  will  soon  yield  a  definitive 
diagnostic  marker  and  effective  treaUnents  for  CFIDS.  The 
expansion  of  resources  dedicated  to  this  effort  is  the  only  element 
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missing.  Your  continued  support  of  activities  of  NIH.  CDC  and  the 
Assistant  Secretary  for  Health  will  allow  us  to  close  in  on  answers 
to  vital  questions  about  CFIDS, 

The  federal  government  is  currently  committing  approximately 
$11.8  million  to  CFIDS-related  research  at  tlie  CDC  and  NIH.  The 
CFIDS  Association  of  America  offers  the  following 
recommendations  for  FY  1997  appropriations  and  report  language: 

Assistant  Secretary  for  Health:  The  Association  requests  that 
Congress  earmark  $1  million  of  the  discretionary  funds  allocated  to 
the  Secretary  of  Health  and  Human  Services  to  continue  the 
Department  of  Health  and  Human  Services  Chronic  Fatigue 
Syndrome  Interagency  Coordinating  Committee  (DHHS  CFSICC). 
We  are  concerned  that  by  eliminating  the  Office  of  the  Assistant 
Secretary  that  both  the  leadership  and  resources  necessary  to 
continue  the  CFSICC  are  jeopardized.  We  ask  that  the  committee 
again  include  report  language  directing  the  Assistant  Secretary  for 
Health  to  chair  the  CFSICC  and  use  this  body  to  coordinate  CFIDS 
research  across  the  Public  Health  Service  by  creating  a  yearly  action 
plaa  The  Association  also  requests  report  language  mandating  the 
swift  completion  of  formal  charter  of  the  CFSICC  within  30  days  of 
the  bill's  enactment.  Included  in  the  purview  of  the  CFSICC,  we 
recommend  oversight  into  programs,  performance  and  budget 
allocations.  We  ask  the  committee  to  designate  in  report  language 
that  the  CFSICC  must  include  formal  representation  from  the  NIH, 
CDC.  Social  Security  Administration,  Food  and  Drug 
Administration  and  Health  Resources  and  Services  Administration, 
as  well  as  patient  advocates  and  private  sector  researchers. 

National  Institutes  of  Health:  The  Association  requests  that 
Congress  appropriate  an  additional  $10  million  to  NIH,  most  of 
which  should  be  directed  to  extramural  grants  focused  on  promising 
areas  of  biomedical  research.  We  ask  that  the  committee  include 
report  language  continuing  to  direct  NIH  spending  priorities  to 
investigations  into  the  etiological  agent.  The  Association  also 
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requests  that  the  committee  state  that  Congress  has  provided 
sufficient  funds  for  the  designation  of  an  FTE  to  coordinate  CFIDS 
research  within  the  National  Institute  of  Allergy  and  Infectious 
Diseases,  the  lead  institute  on  CFIDS  research.  We  ask  that  tlie 
committee  again  include  report  language  urging  the  director  of  the 
NIH  to  appoint  a  CFIDS  Coordinator  witli  institute-wide  budgetaiy 
authority  to  provide  leadership  on  CFIDS  and  cultivate  the  interest 
of  institutes  not  currently  engaged  in  the  study  of  CFIDS.  Finally, 
the  Association  asks  for  report  language  urging  NIH  officials  to 
identify  appropriate  NIH  advisory  committees  for  CFIDS 
representation  and  ensure  appointment  of  appropriate  advocates. 

Centers  for  Disease  Control  and  Prevention:  At  the  CDC,  the 
Association  requests  that  Congress  appropriate  a  $5  million 
increase  to  expand  surveillance  projects  including  outreach  to 
populations  not  formerly  recognized  as  being  affected  by  CFIDS, 
namely  minority  populations  and  children  and  adolescents.  We 
request  language  that  directs  CDC  to  conduct  active  education 
programs  for  healthcare  providers  and  to  commence  a  series  of 
studies  on  rates  of  CFIDS  among  health  care  workers,  family 
members  of  CFIDS  patients  and  pregnant  women  with  CFIDS  (to 
better  understand  issues  of  transmission  between  mother  and  child). 

Social  Security  Adminbt ration:  Patients  with  CFIDS  are 
frequently  disabled  and  entitled  to  benefits  from  SSA.  However. 
CFIDS  patients  regularly  encounter  SSA  employees  unfamiliar  with 
CFIDS  and  its  diagnosis  and  impact  on  the  functional  ability  of 
sufferers.  The  Association  asks  the  Committee  to  direct  the  SSA, 
through  report  language,  to  provide  a  summary  to  the  CFSICC  of  its 
internal  CFIDS-related  education  activities  conducted  during  the 
past  fiscal  year.  We  also  request  that  the  Committee  direct  SSA  to 
develop  effective  means  to  investigate  obstacles  to  benefits  for 
persons  with  CFIDS  and  to  keep  medical  information  updated 
throughout  all  levels  of  the  application  process.  We  request  report 
language  indicating  that  two  years  ago  the  committee  recommended 
that  SSA  establish  a  CFIDS  Advisory  Committee  to  review  current 
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medical  standards  and  investigate  the  training  and  information 
resource  needs  of  regional  SSA  offices.  Since  SSA  has  not  met  this 
critical  need,  the  Association  asks  the  committee  to  include 
language  strongly  recommending  that  it  do  so  within  90  days  of  the 
enactment  of  this  legislation.  SSA  can  further  benefit  CFIDS 
claimants  by  including  medically  accurate,  up-to-date  information 
on  CFIDS  in  tlie  Listing  of  Impairments  and  POMS  manuals  and 
reviewing  this  information  at  least  annually. 

Health  Resources  and  Services  Administration:  Because  of  the 
promising  biomedical  advances  made  in  CFIDS  research,  there  is 
an  urgent  need  to  begin  active  clinical  care  education  programs  for 
physicians  and  other  healthcare  professionals.  The  results  of 
scientific  inquiry  must  be  made  real  for  CFIDS  patients  as  soon  as 
possible.  With  this  in  mind,  HRSA  has  expressed  an  interest  in 
conducting  a  physician  training  day  on  CFIDS  through  its  Area 
Health  Education  Centers.  The  Association  would  welcome  such  an 
effort  and  would  recommend  that  the  Committee  express  its  support 
for  such  training  in  report  language. 

Members  of  the  Conunittee  familiar  with  our  issue  may  recognize 
some  of  these  requests  from  previous  years.  The  Association  has 
strived  to  make  consistent,  reasonable  requests  with  the  goal  of 
providing  greater  clarification  of  issues  critical  to  those  who  suffer 
from  the  disease.  Using  this  strategy,  we  have  been  rewarded 
through  the  progress  in  many  areas  which  I  spoke  about  earlier. 
However,  there  are  still  great  challenges  ahead. 

The  patient  community,  the  research  community  and  the  federal 
government  have  worked  together  to  build  a  strong  foundation  of 
understanding  about  CFIDS.  Let  us  build  on  this  foundation  to  find 
answers  to  complex  questions  that  have  eluded  us  for  so  many 
years.  Thank  you  for  your  thoughtfiil  consideration  of  our  requests. 
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STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  RETIRED 
PERSONS 

The  American  Associatioit  of  Retired  Persons  (AARP)  appreciates 
this  opportunity  to  comment  regarding  FY  1997  appropriations  for 
programs  which  affect  the  Hves  of  many  older  Americans.  We  also  want 
to  express  our  appreciation  for  the  Subcommittee's  historical  commitment 
to  all  programs  which  assist  the  elderly,  particularly  those  which  benefit 
low-income  families.  In  this  regard,  we  are  encouraged  by  the  additional 
resources  made  available  in  the  current  fiscal  year  for  the  Home- 
Delivered  Meals  Program,  authorized  under  the  Older  Americans  Act. 
These  recipients  are  among  the  most  vulnerable  members  in  the 
community. 

Our  recommendations  are  reflected  below. 

Older  Americans  Act  (OAA) 

Since  its  inception  more  than  thirty  years  ago,  the  Older  Americans 
Act  has  provided  the  structure  for  a  comprehensive  network  of  services 
and  activities.  It  continues  to  be  one  of  the  primary  vehicles  for 
addressing  the  needs  of  the  nation's  older  citizens,  particularly  the  fi-ail 
elderly  and  those  struggling  to  make  ends  meet  on  limited  incomes. 

At  a  minimum,  AARP  recommends  the  current  levels  of  funding 
next  year  for  these  valuable  activities.  We  also  support  the  modest 
increases  included  in  the  Administration's  budget  for  Supportive  Services 
and  Centers,  Pension  Counseling,  Preventive  Health  Services,  and 
Training,  Research  and  Discretionary  Programs.  Pending  legislative 
change,  we  ftirther  support  separate  appropriations  for  the  Long  Term 
Care  Ombudsman  Program  and  the  Prevention  of  Abuse,  Neglect,  and 
Exploitation  Program.    Funding  for  these  activities  is  currently  earmarked 
in  the  Omnibus  Continuing  Resolution  out  of  the  total  amount  made 
available  for  OAA  this  year.  Such  action  is  a  departure  fi"om  past 
practice. 

As  a  national  sponsor  of  OAA's  Senior  Community  Service 
Employment  Program  (SCSEP),  the  Association  has  first-hand  knowledge 
regarding  its  eflFectiveness.  The  program  has  made  a  real  difference  in  the 
lives  of  many  unemployed,  low-income  older  Americans  by  providing 
part-time  employment  in  useful  community  service  activities.  Compared 
with  younger  workers,  once  unemployed,  older  workers  tend  to  be  jobless 
longer  and  are  more  likely  to  earn  less.  SCSEP  reaches  out  to  some  of  the 
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most  disadvantaged  members  of  our  society  in  terms  of  educational 
attainment,  economic  status  and  outmoded  work  skills.  Program 
participants  work  in  a  wide  variety  of  activities  such  as  day  care  centers, 
hospitals  and  facilities  for  the  handicapped.  The  Department  of  Labor 
reports  that  more  than  102,000  older  Americans  were  SCSEP  participants 
in  1994. 
Low  Income  Home  Energy  Assistance  (LIHEAP) 

At  a  minimum,  the  Association  supports  the  President's  budget 
request  of  $1  billion  for  this  critical  program  next  year.  Included  in  the 
request  is  an  additional  $300  million  in  emergency  funding.  Advance 
funding  of  $1  billion  is  also  requested  for  fiscal  year  1998.  LIHEAP  is 
important  to  all  of  its  beneficiaries,  but  none  more  so  than  low  income 
older  persons.  Housing,  health  care,  energy  costs  ~  all  of  these  factors 
combine  to  make  an  already  trying  period  of  life  even  more  stressful.  For 
many,  the  question  of  how  to  heat  their  homes  is  actually  a  matter  of  life 
or  death.  The  Department  of  Health  and  Human  Services  reports  that 
"...approximately  twenty-one  percent  of  LIHEAP  recipients  are  'working 
poor'  or  elderly,  who  do  not  receive  any  other  public  assistance  through 
AFDC,  food  stamps,  SSI,  or  subsidized  housing."  LIHEAP  is  a  vital 
measure  of  last  resort  for  these  individuals.  Because  they  are  more  likely 
to  live  in  older,  poorly  insulated  homes,  older  persons  also  have  a 
heightened  risk  of  hypothermia.  Elderly  households  overall  spend  8.1 
percent  of  their  income  on  residential  energy  compared  to  5.3  percent  for 
average  households.  Among  low  income  households,  the  proportion  of 
income  expended  for  energy  consistently  amounts  to  3-4  times  the 
proportion  spent  by  households  across  the  board. 

Funding  for  LIHEAP  has  declined  dramatically  over  the  past 
several  years.  Only  one  out  of  five  eligible  elderly  households  is  now 
able  to  receive  assistance.  Any  reduction  next  year  below  the  President's 
budget  request  would  have  a  devastating  impact  on  countless  needy 
families  for  whom  the  program  has  become  a  lifeline. 

Agency  for  Health  Care  Policy  and  Research;  Medical  Effectiveness. 
Outcomes  Research  and  Practice  Guidelines 

The  Association  urges  adequate  funding  for  the  Agency  for  Health 
Care  Policy  and  Research,  and  in  particular  the  Medical  Treatment 
Effectiveness  Program  (MEDTEP).  If  we  are  to  find  ways  to  lower  the 
growth  in  the  cost  of  health  care  without  jeopardizing  quality  of  care,  the 
treatment  guidelines  and  outcomes  research  undertaken  by  this  Agency 
will  be  critical. 
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Office  of  Inspector  General  -  Department  of  Health  &  Human 
Services 

AARP  urges  adequate  funding  for  the  Department  of  Health  and 
Human  Services'  Office  of  Inspector  General.  In  order  for  fraud  and 
abuse  in  the  Medicare  and  Medicaid  programs  to  be  reduced,  adequate 
resources  must  be  available  to  detect,  investigate  and  prosecute 
unscrupulous  providers. 

Medicare  Contractor  Funding 

AARP  urges  the  Subcommittee  to  provide  funding  for  Medicare 
contractors  at  levels  that  take  into  account  the  contractor's  efficiency  as 
well  as  the  effectiveness  of  the  delivery  of  services  to  beneficiaries. 
Contractors  are  responsible  for  reimbursing  Medicare  beneficiaries  and 
providers,  and  providing  technical  assistance  and  information  about 
changes  in  the  Medicare  program.  To  this  end,  we  believe  contractors 
should  have  the  appropriate  resources  to  conduct  beneficiary  outreach 
activities.  Without  reasonable  funding,  critical  reimbursement  problems 
for  beneficiaries  and  providers  alike  would  be  the  result,  as  well  as  further 
delays  and  errors  in  processing  payments. 

Nursing  Home  Inspections 

AARP  urges  the  Subcommittee  to  provide  sufficient  funds  to 
support  survey  and  certification  activities.  Any  reduction  in  this  area 
would  have  a  significant  adverse  impact  on  the  quality  of  nursing  home 
care,  particularly  given  most  states'  current  budget  problems  and  their 
inability  to  make  up  for  reductions  in  the  Federal  match.  Critical  new 
enforcement  rules  were  just  issued  in  December  and  significant 
improvements  in  the  inspection  process  currently  are  being  made.  The 
Association  strongly  urges  that  funding  be  sufficient  to  maintain  adequate 
levels  of  services  for  survey  and  certification  functions. 

National  Institutes  of  Health 

AARP  supports  adequate  funding  ~  though  we  recognize  that  this 
will  need  to  be  modest  ~  for  research  conducted  by  the  National  Institutes 
of  Health  (NIH).  Research  focused  both  on  treatment  of  disease  and  on 
prevention  of  disease  and  disability  is  critical  to  lowering  health  care 
costs  and  assuring  quality.  As  the  population  ages,  crucial  policy 
decisions  will  have  to  be  made  in  every  sector.  It  is  essential  that  these 
decisions  be  grounded  in  solid  research. 
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Displaced  Honnemaker  Program 

AARP  supports  providing  sufficient  funds  to  begin  implementing 
the  Displaced  Homemakers  Self-Sufficiency  Assistance  Act.  For  many 
older  women  who  have  been  homemakers  their  entire  lives  or  have  been 
outside  the  workforce  for  decades,  workforce  re-entry  is  extremely 
difficult.  As  the  workforce  ages,  and  the  older  workforce  becomes 
increasingly  female,  the  services  provided  by  the  Act  and  similar 
programs  will  assume  correspondingly  greater  importance. 

Social  Security  Administration  rSSA^  Staffing  Levels 

We  remain  concerned  that  inadequate  funds  for  SSA  will  continue 
to  hamper  the  agency's  ability  to  deliver  quality  service.  The  most 
noticeable  evidence  of  deteriorating  service  is  the  mounting  backlog  of 
disability  applications,  which  continue  despite  agency  initiatives.  The 
agency  must  receive  sufficient  funding  to  meet  its  current  workload 
without  further  erosion.  AARP  urges  the  Subcommittee  to  provide 
sufficient  funds  next  year  for  this  and  other  critical  activities. 

Mr.  Chairman,  the  programs  mentioned  in  our  testimony  along  with 
others,  such  as  Foster  Grandparents,  Senior  Companions  and  Retired 
Senior  Volunteers,  continue  to  have  a  profound  impact  on  older 
Americans  throughout  the  nation.  Thank  you  again  for  this  opportunity  to 
express  our  support  of  these  critical  activities. 


STATEMENTT  OF  THE  AMERICAN  COLLEGE  OF  PREVENTIVE  MEDICINE 
AND  THE  ASSOCIATION  OF  TEACHERS  OF  PREVENTIVE  MEDICINE 

The  American  College  of  Preventive  Medicine  (ACPM)  and  the  Association  of  Teachers  of 
Preventive  Medicine  (ATPM)  are  pleased  to  submit  jointly  this  statement  concerning  appropriations 
for  federal  activities  in  disease  prevention  and  health  promotion.  ACPM  is  the  national  medical 
specialty  society  of  physicians  whose  primary  interest  and  expertise  are  in  preventive  medicine. 
ATPM  is  the  professional  organization  of  academic  departments,  faculty  and  others  concerned  with 
undergraduate  and  postgraduate  medical  education  in  preventive  medicine.  Together,  these 
organizations  are  proud  to  offer  the  public  a  high  degree  of  knowledge  and  skill  in  disease  prevention 
and  health  promotion. 

ACPM  and  ATPM  urge  the  Subcommittee  to  maintain  federal  support  for  prevention.  In 
particular,  we  urge  at  the  minimum  a  return  to  the  Fiscal  Year  1995  level  for  preventive  medicine 
training  and  for  training  other  public  health  professionals.  We  urge  an  increase  for  the  activities  of 
the  Centers  for  Disease  Control  and  Prevention  and  an  earmark  for  the  invaluable  work  of  the  Office 
of  Disease  Prevention  and  Health  Promotion  in  the  Office  of  the  HHS  Secretary.. 

We  are  well  aware  of  the  fiscal  constraints  that  this  Subcommittee  faces  and  we  do  not  make 
these  recommendations  lightly.  However,  we  are  deeply  concerned  that  weakening  our  nation's 
efforts  in  disease  prevention  and  health  promotion  will  become  an  unintended  consequence  of 
necessary  reductions  in  discretionary  appropriations.  At  a  time  when  the  private  sector  is  struggling 
mightily  to  contain  medical  care  costs,  the  nation  can  ill  afford  a  diminution  in  public  health  efforts 
to  prevent  disease  that  only  the  government  can  conduct.  Compared  to  the  vast  sums  of  public  funds 
that  are  spent  on  curative  medicine,  the  amounts  that  we  recommend  be  targeted  to  prevention  are 
small  indeed. 


Training  in  Preventive  Medicine  and  Public  Health  -  S7.6  million 

Prevention,  in  its  broadest  sense,  is  practiced  by  all  physicians  and  other  health  professionals 
who  help  their  patients  sUy  healthy.  It  also  is  the  principal  goal  of  our  nation's  state  and  local  health 
departments,  who  perform  core  functions  in  health  protection  and  promotion  that  no  single  private 
institution  or  health  provider  can  fulfill.  The  specialty  of  preventive  medicine  bridges  the  gap  between 
the  perspectives  of  clinical  medicine  and  public  health. 

The  tools  of  preventive  medicine  are  the  population-based  health  sciences,  including 
epidemiology,  biostatistics,  environmental  and  occupational  health,  planning,  management  and 
evaluation  of  health  services,  and  the  social  and  behavioral  aspects  of  health  and  disease.  These  are 
the  classic  tools  of  practice  in  public  health  agencies,  but  they  have  grown  in  importance  in  other 
health  care  settings  where  there  is  increasing  recognition  that  improving  the  health  of  a  patient 
population  and  reducing  the  costs  of  medical  care  also  require  application  of  the  population-based 
health  sciences. 

Departments  of  preventive  medicine,  community  medicine,  or  social  medicine  in  medical 
schools,  schools  of  public  health,  and  preventive  medicine  residency  programs  (which  are  located  in 
medical  schools,  schools  of  public  health,  and  a  few  health  departments),  are  the  loci  of  expertise  in 
the  population-based  health  sciences.  Federal  support  for  preventive  medicine  training  and  public 
health  training  is  essential  to  help  meet  the  workforce  needs  not  only  of  public  health  departments, 
but  also  of  a  rapidly-evolving  health  care  system  that  must  be  cost-effective  and  accountable. 

The  small  sums  appropriated  for  preventive  medicine  residency  training  under  Title  VII  have 
been  the  exclusive  federal  support  for  programs  training  physicians  in  general  preventive  medicine 
and  public  health  (other  than  the  residency  programs  conducted  by  the  Centers  for  Disease  Control 
and  Prevention  and  the  military).  Medicare  graduate  medical  education  funds  have  been  largely 
unavailable  to  these  programs  because  they  are  based  not  in  hospitals  but  in  community  outpatient 
and  public  health  settings.  Because  preventive  medicine  programs  derive  little  or  no  revenue  fi^om 
one-on-one  patient  care,  this  common  source  of  funds  for  physician  training  also  is  unavailable. 

Currently,  residency  programs  scramble  to  patch  together  funding  packages  for  their  residents. 
Funding  from  any  source  is  available  for  only  60%  of  preventive  medicine  residency  positions.  The 
remainder  of  the  openings  go  unfilled  due  to  lack  of  ftinds,  and  potential  applicants  must  be  turned 
away. 

A  1991  survey  of  all  1070  graduates  of  general  preventive  medicine/public  health  residency 
programs  fiT)m  1979  to  1989  conducted  by  Battelle,  an  independent  consultant  under  contract  to  the 
Centers  for  Disease  Control  and  Prevention  and  the  Health  Resources  and  Services  Administration 
provided  a  clear  picture  of  the  accomplishments  of  the  training  programs  and  the  impact  of  these 
federal  funds.  A  majority  of  the  graduates  have  initiated  or  managed  major  programs  in  prevention 
and  control  of  infectious  disease,  chronic  disease,  sexually  transmitted  diseases,  or  maternal  and  child 
health.  In  addition  to  creating  and  running  community  health  programs  such  as  these,  60%  of  the 
graduates  engage  in  research  in  disease  prevention  and  health  promotion,  and  70%  also  take  care  of 
individual  patients. 

This  survey  also  documented  that  funds  invested  in  training  these  physicians  have  a  lasting 
impaa.  Ninety  percent  of  preventive  medicine  graduates  remain  involved  in  public  health  or 
preventive  medicine.  Moreover,  Title  VII  funds  were  shown  to  be  directly  related  to  the  viability 
of  preventive  medicine  residency  programs.  In  programs  that  have  received  federal  grants,  the 
number  of  graduates  has  more  than  doubled  since  1983.  Conversely,  the  number  of  graduates  of 
programs  that  no  longer  receive  federal  funds  has  decreased  significantly. 

The  training  of  public  health  professionals  is  closely  linked  to  preventive  medicine.  The 
nation's  25  schools  of  public  health  provide  training  for  physician  specialists  in  preventive  medicine 
as  well  as  for  many  other  health  professionals  who  comprise  our  public  health  workforce.  In  addition 
to  the  shortage  of  physicians  trained  in  preventive  medicine,  there  are  shortages  of  epidemiologists, 
biostatisticians,  environmental  and  occupational  health  specialists,  public  health  nutritionists  and 
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public  health  nurses.  Title  VII  also  supports  public  health  training,  and  maintenance  of  funding  for 
health  professions  education  will  enable  efforts  to  build  the  nation's  cadre  of  prevention  professionals 
to  continue. 

Centers  for  Disease  Control  and  Prevention  -  S2.5  billion 

Physicians  working  in  preventive  medicine  and  public  health  rely  heavily  on  the  expertise  and 
activities  of  the  Centers  for  Disease  Control  and  Prevention,  the  nation's  premier  agency  for  disease 
prevention  and  health  promotion.  Therefore,  we  support,  alongside  many  other  organizations  with 
a  concern  for  prevention,  a  total  CDC  appropriation  of  $2.5  billion. 

Through  funding  of  state  and  local  prevention  programs,  research,  training  and  surveillance, 
CDC  has  a  major  impact  on  every  important  issue  in  prevention.  Compared  to  the  billions  that  are 
spent  on  acute  health  care,  our  national  investment  in  prevention  continues  to  lag.  The  increases  in 
health  care  costs  we  have  witnessed  are  not  a  reason  to  cut  back  on  funds  appropriated  for 
prevention.  They  are  a  reason  to  make  a  large  investment  now.  Given  the  resources,  CDC  can  play 
a  critical  role  in  revitalizing  programs  and  services  of  proven  effectiveness  in  reducing  death  and 
disability  in  this  country.  Reducing  CDC  funds  would  be  an  act  of  extraordinary  short-sightedness. 
Time  and  again  we  have  seen,  as  in  the  cases  of  tuberculosis  and  measles,  when  public  health  efforts 
falter,  the  nation  pays  a  high  price  later  in  the  costs  of  preventable  disease. 

Office  of  Disease  Prevention  and  Health  Promotion  -  $4.6  million 

The  Office  of  Disease  Prevention  and  Health  Promotion  stands  out  among  federal  agencies 
for  its  ability  to  leverage  small  amounts  of  funding  into  large  accomplishments  in  highly  innovative 
ways  ODPHP  manages  the  Healthy  People  2000  initiative,  the  national  prevention  strategy  used  by 
health  agencies  across  the  nation  to  set  measurable  objectives  for  health  improvement.  ODPHP 
provides  guidance  and  prototype  materials  to  health  practitioners  through  the  Put  Prevention  Into 
Practice  project.  It  is  conducting  ground-breaking  research  concerning  the  cost-effectiveness  of 
preventive  services,  and  has  long  served  as  the  focal  point  for  coordinating  departmental  activities 
in  prevention  as  well  as  innovative  public-private  partnerships.  Explicit  support  for  ODPHP  is  vital 
in  signaling  a  continued  federal  commitment  at  the  Secretary's  level  to  leadership  in  prevention.  We 
urge  the  Subcommittee  to  earmark  $4.6  million  for  this  oflBce,  an  amount  equivalent  to  FY95  funding, 
before  the  budget  for  this  ofiBce  was  incorporated  into  the  amounts  appropriated  for  the  Office  of  the 
Secretary. 

STATEMENT  OF  CYRUS  J.  JOLLIVETTE,  VICE-PRESIDENT  FOR 
GOVERNMENTAL  RELATIONS,  THE  UNIVERSITY  OF  MIAMI 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  appreciate  the 
opportunity  to  present  testimony  on  behalf  of  the  University  of 
Miami.  The  University  of  Miami  is  seeking  your  support  for  several 
initiatives  within  your  purview:  Project  BEGIN  at  the  Centers  for 
Disease  Control  and  Prevention;  transfer  of  the  NIH  Perrine, 
Florida  Campus  to  the  University  through  the  public  benefit 
discount  program;  continuing  support  for  the  Center  on  Minority 
Families;  and  programs  at  the  University's  Marine  and  Freshwater 
Biomedical  Sciences  Center. 

First,  I  wish  to  discuss  The  Centers  for  Diseaae  Control  and 
Prevention  Prelect  BEGIN  (Bringing  Earlv  Growth  and  Development 
Into  Neighborhoods) .  This  is  a  multisite,  multiyear  research  study 
to  investigate  the  effectiveness  of  an  early  intervention  program 
designed  to  prepare  children,  born  to  mothers  with  less  than  12 
years  of  education,  to  be  ready  to  learn  when  they  enter  the 
educational  system. 

The  program  is  divided  into  a  series  of  phases  over  nine 
years.  The  first  period,  Concept  Development,  is  underway.  Staff 
at  the  Centers  for  Disease  Control  and  Prevention  and  the  Research 
Triangle  Institute  are  developing  forms  and  training  materials  in 
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coiiaboration  with  and  feedback  from  the  initial  14  sites  funded 
during  the  first  period.  The  second  phase  will  be  a  pilot  phase 
for  the  purpose  of  working  out  the  practical  details  of  the  study. 
The  third  phase  will  be  the  actual  implementation  of  the  three 
cohorts  of  children  and  families.  The  final  phase  will  be  a  study 
completion  phase  in  which  the  data  will  be  analyzed  and  findings 
reported. 

There  is  some  evidence  that  high  quality  early  intervention 
programs  can  reduce  poor  performance  and  school  failure  for  at  risk 
children.  There  are  14  sites  nationwide,  including  two  in  Florida: 
at  the  University  of  Miami  and  at  Florida  State  University;  ten 
sites  will  be  awarded  continuation  funding  to  implement  the  nine- 
year  project.  We  seek  your  support  to  assure  full  funding  for  this 
CDC  contract  initiative.  CDC  provides  funding  for  Project  BEGIN  in 
the  Chronic  and  Environmental  Health  account . 

Next,  the  University  of  Miami  is  seeking  vour  support  in 
obtaining  title  to  the  National  Institutes  of  Health  (NIH)  Perrine. 
Florida  Campus  through  the  public  benefit  discount  program. 

The  University  has  learned  that  the  National  Institutes  of 
Health  has  targeted  its  Perrine,  Florida  campus  for  surplus  through 
the  public  benefit  discount  program.  The  NIH  Perrine  campus  is 
adjacent  to  the  University  of  Miami's  South  Campus  in  South  Dade 
County,  Florida.  The  University's  South  Campus  is  utilized  solely 
for  research  and  educational  purposes. 

The  52 -acre  Perrine  Campus  has  been  managed  by  the  University 
of  Miami  for  the  NIH  over  the  past  15  years  as  a  site  for  primarily 
non-human  primate-based  medical  research.  The  principal  research 
facility  on  the  property  was  destroyed  in  Hurricane  Andrew  and 
subsequently  rebuilt  by  the  NIH.  The  NIH  has  determined  that  due 
to  budgetary  limitations,  it  is  unlikely  that  the  NIH  will  be  able 
to  continue  research  activities  at  Perrine.  The  NIH  has  determined 
that  the  property  has  no  significant  value  on  the  open  market;  its 
only  access  is  through  the  adjacent  South  Campus  owned  by  the 
University  of  Miami . 

When  the  NIH  formally  declares  the  property  excess,  the 
General  Services  Administration  will  make  a  decision  concerning  the 
campus'  disposition.  The  University  will  seek  to  obtain  the 
Perrine  Campus  through  the  public  benefit  discount  program  and  to 
continue  the  animal  based  research  and  training  activities  now 
located  there. 

The  University  obtained  the  adjacent  South  Campus  through  the 
public  benefit  discount  program  in  1981.  The  Department  of 
Education,  which  oversees  the  deed  restrictions  on  the  South 
Campus,  is  enthusiastic  in  supporting  the  transfer  of  title  to  the 
University. 

The  Perrine  Campus  was  designed  and  built  for  non- human 
primate  studies;  there  is  no  other  obvious  use.  The  cost  of 
maintaining  the  property  is  high^  (up  to  $350,000  annually)  and 
there  are  endangered  species  on  the  property.  In  addition,  there 
is  considerable  maintainance  required  to  operate  a  USDA- licensed 
animal  facility  for  primates.  The  University  is  willing  and  able 
to  own  and  continue  to  operate  the  facility  in  the  best  interests 
of  the  public  good  as  a  research  facility  for  human  disease  study 
and  prevention  and  cure  by  the  use  of  animal  models. 

The  transfer  of  ownership  to  the  University  with  a  30-year 
deed  restriction  would  eliminate  the  cost  to  the  government  of 
maintaining  the  property  while  assuring  its  continued  use  for 
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research  and  education  purposes.  The  University's  continued  use  of 
the  property  would  be  overseen  by  the  Department  of  Education. 

As  a  501(c)(3)  not-for-profit  educational  institution,  the 
University  of  Miami,  through  its  internationally  recognized  School 
of  Medicine,  and  its  willingness  to  maintain  the  property,  is 
uniquely  positioned  to  receive  title  and  continue  the  present 
function  of  the  Perrine  Campus. 

The  University  is  convinced  that  transfer  of  title  to  the 
Perrine  Campus  would  best  serve  the  interests  of  the  nation  and  the 
research  community.  The  University  of  Miami  seelcs  to  convey  to  GSA 
that  it  is  uniquely  able  and  deserving  to  be  selected  to  receive 
title  to  the  Perrine  Campus. 

Third,  Mr.  Chairman,  we  seek  your  continuing  support  for  the 
Center  on  Minority  Fzunilies  which  you  established  in  FY  1994.  The 
Center  is  dedicated  to  the  provision  of  services  to  strengthen  and 
support  minority  families.  The  Center  is  concerned  with  a  broad 
range  of  substantive  problem  areas,  including:  community 
disorganization,  emotional  maladjustment,  family  conflict,  family 
violence/abuse,  inadequate  parenting  skills,  substance  abuse, 
unemployment  and  under - employment ;  premature  sexual  behavior, 
unsafe  sexual  behavior,  and  unwanted  pregnancies.  Also,  school 
failure;  juvenile  delinquency;  substance  abuse  spanning  from 
perinatal  addiction  to  youthful  experimentation  to  juvenile 
substance  abuse;  and  juvenile  violence.  In  addition  the  Center 
addresses  AIDS  transmission,  living  with  AIDS,  and  AIDS  orphans  and 
multisystems,  multigenerational  and  family  kinship  interventions 
for  families  of  chronically  ill  children,  adults,  and  elderly. 

In  FY  1995  you  urged  the  Department  of  Health  and  Human 
Services  to  provide  continued  funding.  Because  of  budget  problems 
in  FY  1995,  and  thus  far  in  FY  1996,  the  Department  has  failed 
either  to  continue  funding  or  accept  a  proposal  for  a  new  scope  of 
work  on  these  important  issues.  The  Center  on  Minority  Families 
wishes  to  maintain  this  important  effort  and  has  kept  the 
Department  informed  about  the  success  of  the  original  project  and 
the  proposed  new  scope  of  work. 

The  FY  1994  funding  was  utilized  to  conduct  three  major 
projects,  all  related  to  minority  families.  The  Center  is  seeking 
to  continue  the  efforts  on  developing  a  knowledge  base  about 
minority  families  and  particularly  extend  those  efforts  by  focusing 
on  the  development  of  relevant  academic  skills  and  competancies  in 
promising  young  minority  professionals  in  the  field  of  minority 
family  studies.  We  seek  $1  million  to  continue  this  initiative  for 
which  you  have  provided  unwavering  support. 

Finally,  we  call  to  your  attention  the  programs  at  the 
University's  Marine  and  Freshwater  Biomedical  Science  Center.   The 

Center  is  NIH-designated  a^  a  national  resource  for  the  high 
quality  toxin  standards  it  produces  and  for  the  molecular  toxin 
probes  it  has  used  to  describe  the  molecular  aspects  of  toxin 
action.  The  toxins  under  study  represent  some  of  the  most  potent 
pharmacological  agents  known. 

Our  NIEHS- funded  Center  has  acted  in  a  resource  and  analysis 
capacity  for  the  FDA,  DOD,  NIH,  and  NMFS,  in  addition  to  the  World 
Health  Organization  and  other  international  involvement. 

In  FY  1994  you  recognized  the  need  to  establish  standards  for 
marine  food  safety;  our  Center  especially  has  the  relevant 
experience  and  expertise  to  meet  this  vital  national  need.  In  FY 
1995  you  recommended  that  NIEHS  support  research  to  study  and 
evaluate  natural  marine  toxins  and  their  effect  on  human  health. 
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In  FY  1997,  we  ask  that  you  urge  NIEHS  to  establish  non-cancer 
endpoint,  disease-related  Environmental  Health  Sciences  centers 
targeting  the  increasing  problem  of  natural  seafood  toxins  and 
human  health.  Such  comprehensive  centers  should  integrate  aspects 
of  basic  science  focusing  on  molecular  studies  on  the  mechanisms  of 
human  toxicity,  applied  science  aimed  at  safety  assessment  of  food 
sources  and  clinical  diagnosis,  and  should  carry  out  domestic  and 
international  outreach  and  cooperation  to  disseminate  information 
to  public  health  officials  and  the  public. 

As  I  close  Mr.  Chairman,  on  behalf  of  my  colleagues,  both  at 
the  University  of  Miami  and  in  all  Florida,  I  express  deep 
appreciation  for  the  continuing  support  and  encouragement  you  and 
the  subcommittee  have  provided  over  many  years. 

We  hope  to  continue  to  merit  your  positive  consideration  and 

support . 

STATEMENT  OF  RICHARD  P.  LEWIS.  M.D.,  PRESIDENT,  THE 
AMERICAN  COLLEGE  OF  CARDIOLOGY 

Mr.  Chairman,  and  members  of  the  Subcommittee,  I  am  Richard  P.  Lewis,  M.D., 
President  of  the  American  College  of  Cardiology  ( ACC)  and  Professor  of  Medicine 
at  the  Ohio  State  University  Medical  Center  in  Columbus,  Ohio.  I  represent  the 
American  College  of  Cardiology,  a  23,000  member  non-profit  professional  medical 
society  and  teaching  institution  whose  mission  is  to  foster  optimal  cardiovascular 
care  and  disease  prevention  through  professional  education,  promotion  of  research, 
and  leadership  in  Che  development  of  standards  and  guidelines  and  the  formulation  of 
health  care  policy. 

I  wish  to  relay  the  ACC's  support  for  the  National  Heart,  Lung,  and  Blood  Institute 
(NHLBI).  the  Institute  charged  with  enhancing  the  prevention,  diagnosis,  and 
treatment  of  cardiovascular  disease.  1  realize  that  I  am  "preaching  to  the  choir"  as 
the  members  of  this  Subcommittee  already  appreciate  the  unique  role  that  the 
National  Institutes  of  Health  (NIH)  and  the  NHLBI  play  in  addressing  the  nation's 
and  the  world's  health.  You  have  ensured  that  the  Institutes  have  been  funded  to 
fulfill  their  mission,  a  promise  most  recently  delivered  in  the  current  fiscal  year. 
Your  commitment  is  particularly  important  in  light  of  the  new  challenges  facing 
clinical  research  including  inadequate  recruitment  and  training  of  new  investigators 
and  the  threat  pose  by  managed  care  networks  on  the  nation's  academic  medical 
centers  where  most  of  the  NIH-supported  clinical  investigation  is  conducted.  I  want 
to  thank  you  for  your  leadership. 

The  research  performed  and  sponsored  by  the  NHLBI  is  crucial  to  the  well-being  of 
Americans,  nearly  sixty  million  of  whom,  or  more  than  one  in  four,  have  one  or 
more  types  of  cardiovascular  disease.  Many  of  the  recent  advances  in  the  fight 
again.st  cardiovascular  disease  are  either  the  direct  or  indirect  result  of  NHLBI- 
sponsored  research.  New  methods  of  diagnostic  imaging,  new  clot-dissolving  drugs, 
and  new  insight  into  prevention  are  just  a  few  examples  of  the  NHLBI's  impact  on 
the  nation's  health.  Recently,  for  example,  the  NHLBI  released  the  results  of  a 
clinical  trial,  the  Bypass  Angioplasty  Reva,scularization  Investigation  (BARI),  that 
found  that  diabetic  patients  with  blockages  in  two  or  more  major  coronary  arteries 
that  were  treated  with  coronary  artery  bypass  surgery  had  a  markedly  lower  death 
rate  at  five  years  than  similar  patients  treated  with  angioplasty.  Over  14  million 
Americans  suffer  from  diabetes  and  two-thirds  of  diabetics  die  from  some  form  of 
heart  disease.  These  unexpected  results  will  affect  significantly  the  clinical  care  of 
these  patients. 

However,  these  advances  do  not  mean  that  we  are  close  to  defeating  heart  disease. 
Recent  data  from  the  National  Center  for  Health  Statistics  reported  by  the  American 


Heart  Association  (AHA)  show  that  deaths  from  cardiovascular  disease  increased  in 
1993  despite  a  significant  reduction  in  the  age-adjusted  death  rate  from  heart  attack, 
stroke,  and  other  cardiovascular  diseases  over  the  previous  forty  years.  Overall  these 
data  suggest  that  recent  advances  in  the  medical  and  surgical  treatment  of 
cardiovascular  disease  have  allowed  more  f)eople  to  live  longer,  more  productively, 
and  with  better  quality  of  life,  despite  the  presence  of  cardiovascular  disease,  as 
important  a  benefit  from  research  as  the  reduction  in  mortality.  We  therefore  need 
your  continued  support  to  aid  us  in  this  ongoing  battle  against  heart  disease.  The 
work  sponsored  by  the  NHLBI  is  crucial  to  this  fight  and  we  strongly  support 
increased  funding  for  the  NHLBI  for  FY  1997  at  the  highest  level  that  the 
vSubcommittee  can  allow.  At  a  minimum,  the  College  urges  you  to  maintain 
parity  with  the  NHLBI's  rate  of  funding  increase  to  that  of  the  other  Institutes. 

We  arc  concerned,  though,  about  future  funding  for  the  NIH  and  the  NHLBI.  The 
President's  FY  97  budget  includes  a  3.0  percent  increase  for  the  NIH  in  FY97  and 
only  a  1 .7  percent  increase  for  the  NHLBI.    Neither  amount  is  sufficient  to  keep 
place  with  biomedical  inflation  estimated  to  be  3.7  percent  in  1997.  The  NHLBI 
needs  a  sustained  level  of  growth  to  allow  it  to  pursue  new  and  promising  endeavors 
of  research  and  to  recruit  and  retain  talented  investigators. 

One  potential  solution  is  S.  1251.  the  National  Fund  for  Health  Research  Act. 
sponsored  by  Sen.  Mark  Hatfield,  R-OR,  Chair  of  the  Senate  Appropriations 
Committee.  This  legislation  would  provide  the  NIH  and  the  NHLBI  a  more  secure 
source  of  additional  funding  to  supplement  the  yearly  appropriation. 

However,  the  best  solution  is  continued  increased  funding  for  the  NIH  and  the 
NHLBI  at  adequate  levels.  This  investment  will  result  in  numerous  dividends. 
Much  of  the  NHLBI's  work  has  tremendous  potential  to  save  all  payers,  including 
the  government,  millions  in  associated  costs.  Even  more  important,  lives  will  be 
saved  as  well.  The  following  are  a  few  initiatives  that  highlight  this  potential: 

•  A  clinical  trial  co-sponsored  by  the  NHLBI  and  the  National  Institute  on 
Aging  showed  that  an  inexpensive,  commonly-used  antihypertensive  drug 
reduced  stroke  and  heart  attack  in  patients  with  systolic  hypertension,  a  form 
of  high  blood  pressure  that  afflicts  about  3  million  older  Americans. 

•  Preliminary  evidence  suggests  that  magnesium  may  help  prevent  the 
irreversible  damage  that  often  occurs  when  blood  flow  is  restored  to  the  heart 
after  an  attack.  The  NHLBI  is  in  the  planning  stages  of  a  study  to  examine 
whether  treatment  with  magnesium  can  reduce  the  risk  of  death  in  heart 
attack  patients.  If  so,  the  ease,  safety,  and  low  co.st  with  which  magnesium 
can  be  administered  will  make  it  a  valuable  therapeutic  option. 

•  NHLBI  intramural  researchers  have  found  that  many  patients  who  experience 
chest  pain  without  any  apparent  coronary  abnormalities  may  actually  have 
abnormal  cardiac  pain  perception.  A  diagnostic  test  is  being  used  to 
distinguish  whether  the  symptoms  of  the  syndrome  are  caused  by  the 
abnormal  sensory  p)erception  of  another  condition,  microva.scular  angina.  In 
cases  where  abnormal  pain  sensitivity  is  the  cause,  the  patients  should  be  able 
to  obtain  relief  from  painkillers  and  avoid  being  admitted  to  coronary  care 
units  or  undergoing  further  cardiac  diagnostic  tests. 


The  College  also  urges  the  Subcommittee  to  support  the  following  activities  of  the 
NHLBI: 

EDUCATION  AND  PREVENTION 

Education  is  fundamental  to  the  Institute's  mission.  Funding  from  the  Institute 
allows  the  medical  community  and  the  American  people  to  capitalize  on  the 
advances  in  the  treatment,  diagnosis,  and  prevention  of  heart  disease.  In  addition, 
the  Institute's  public  education  programs  -  the  National  High  Blood  Pressure 
Education  Program,  the  National  Cholesterol  Education  Program  and  the  National 
Heart  Attack  Alert  Program  -  provide  information  directly  to  patients,  families  and 
health  professions.  With  the  advent  of  the  World  Wide  Web  and  other  Internet 
capabilities  NHLBI  constituents  can  access  information  directly  from  the  Institute 
fa.ster  and  more  readily.  The  need  for  this  information  flow  is  clear. 

NUTRITION 

The  NHLBI  continues  to  make  considerable  progress  in  understanding  the  role  of 
nutrition  in  cardiovascular  disease  and  has  increased  its  involvement  in  this 
important  area.  One  promising  avenue  that  the  NHLBI  is  exploring  is  research  into 
the  role  of  the  amino  acid  homocysteine,  elevated  levels  of  which  have  been 
observed  in  persons  with  coronary  heart  disease  and  other  vascular  diseases.  Certain 
nutrients  arc  linked  to  homocysteine  metabolism,  but  evidence  is  insufficient  to 
support  public  health  recommendations.  This  research  could  have  significant 
implications  for  public  health. 

GENETICS  AND  MOLECULAR  MEDICINE 

NHLBI-initiated  research  .seeks  to  better  understand  the  relationship  between 
genetics  and  the  cardiovascular  system.  The  Institute  supports  efforts  to  identify, 
map,  and  clone  human  genes  so  that  the  role  of  gene  expression  and  gene  regulation 
will  one  day  be  fully  understood.  Several  of  the  Institute's  projects  include  exploring 
the  relationship  between  genes  and  nutrients  in  the  identification,  treatment,  and 
repair  of  congenital  heart  defects;  investigating  and  mapping  the  genes  responsible 
for  hypertension;  and  encouraging  research  and  studies  into  gene  transfer  and  its 
applications  in  the  treatment  of  cardiovascular  diseases.  Gene  transfer  technologies 
hold  particular  promise,  as  researchers  hope  that  it  will  ultimately  result  in  the  ability 
to  stimulate  the  heart  to  grow  blood  vessels  to  carry  blood  around  obstructed 
arteries. 

MINORITIES 

Recent  statistics  show  that  African-Americans  continue  to  suffer  disproportionately 
from  cardiovascular  disease  and  many  of  its  related  causes,  particularly 
hypertension.  In  addition,  there  is  relatively  kittle  knowledge  about  the  extent  and 
peculiarities  of  heart  disea.se  in  other  minority  populations.  The  NHLBI  continues  to 
emphasize  the  importance  of  including  minorities  in  clinical  research  and  trials. 
Among  the  ongoing  initiatives  are  research  to  advance  the  understanding  of  ischemic 
heart  disease  and  atherosclerosis  in  African  Americans  and  other  minorities,  and  to 
improve  the  tools  used  to  gather  information  for  assessing  risk  factors  by 
incorporating  more  culturally  sensitive  and  appropriate  questionnaires. 

WOMEN'S  HEALTH 

Cardiovascular  disease  continues  to  be  a  significant  threat  to  women.  Women  over 
65  who  have  heart  attacks  are  twice  as  likely  as  men  to  die  from  them.  The  NHLBI 
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continues  to  work  to  include  women  in  clinical  research  and  trials  and  has  initiated 
several  programs  devoted  exclusively  to  women.  These  programs  include  studies  to 
improve  the  diagnostic  reliability  of  cardiovascular  testing  in  evaluating  ischemic 
heart  disease  in  women  and  trials  to  examine  the  effect  of  hormonal  replacement 
and/or  antioxidant  therapy  to  inhibit  and  treat  atherosclerosis. 

OTHER  AREAS  OF  RESEARCH 

Other  areas  of  important  research  being  conducted  and  new  initiatives  being 
implemented  by  the  National  Heart,  Lung,  and  Blood  Institute  include  the  following: 

•  Spgcialized  Cgntgrs  Qf  Research  (SCORS)  in  Ischemic  Heart  Pi$easg. 
Sudden  Cardiac  Death.  Heart  Failure,  and  Pediatrics  Cardiovascular  Disease 
(begun  in  1995)— This  program  will  foster  an  integrated  research  approach  to 
study  these  designated  diseases.  The  combination  of  basic  and  clinical 
research  should  foster  improved  diagnosis,  treatment,  and  prevention. 

•  Beta-Blockers  in  Heart  Failure  Trial  (begun  in  1995)-This  initiative  will 
determine  the  impact  on  mortality  by  using  beta-blockers  in  addition  to 
standard  therapy  in  patients  with  moderate  to  severe  congestive  heart  failure. 

•  Anti-Hypertensive  and  Lipid-Lowering  Treatment  to  Prevent  Heart  Attack 
Trial  (ALLHAT)  (begun  in  1994)-Calcium  channel  blockers  (CCBs)  are 
frequently  used  to  treat  high  blood  pressure,  but  recent  reports  have  raised 
questions  about  the  safety  of  a  specific  type  of  CCB  as  compared  with  other 
antihypertensive  drugs.  The  ongoing  NHLBI-initiated  ALLHAT  will  fulfill 
the  need  for  conclusive  information  on  these  drugs.  Findings  are  expected  to 
provide  a  scientific  basis  for  new  recommendations  for  prescribing 
antihypertensive  drugs  in  a  way  that  maximizes  benefits  and  avoids  serious 
side  effects. 

•  Innovative  Ventricular  Assist  Systems  -  Heart  assist  devices  previously 
supported  by  the  NHLBI  are  currently  in  use  as  "bridging  devices"  for  people 
awaiting  heart  transplants.  The  aim  of  a  new  five-year  program  is  to  develop 
a  new  generation  of  permanent  assist  systems.  With  such  an  innovation, 
patients  will  no  longer  need  transplanted  hearts  for  which  the  demand  for 
donor  hearts  far  exceeds  the  supply. 

NATIONAL  INSTITUTE  ON  AGING 

The  number  of  deaths  from  cardiovascular  disease  and  the  number  of  Americans 
suffering  from  cardiovascular  diseases  increases  significantly  with  age.  According 
to  the  AHA,  83  percent  of  Americans  who  die  from  heart  attack  are  age  65  or  older 
and  cardiovascular  disease  continues  to  be  the  main  cause  of  disability  in  Americans 
over  65.  The  National  Institute  on  Aging  supports  $25  million  in  cardiovascular 
disease-related  research.  Recent  extramural  research  initiatives  have  focused  on  the 
relationship  between  vascular  function  and  congestive  heart  failure  in  addition  to 
other  vascular  studies.  The  ACC  supports  increased  funding  for  these  efforts  and 
supports  an  increa.se  over  last  year's  level. 
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NATIONAL  LIBRARY  OF  MEDICINE 

The  College  also  supports  increased  funding  for  the  National  Library  of  Medicine 
(NLM).  The  NLM  has  the  world's  largest  collection  of  medical  books  and  journals 
and  is  a  leader  in  computerizing  medical  data.  NLM's  extensive  resources  are 
available  to  the  medical  community  via  the  Internet  and  other  electronic  networks. 
This  improved  access  to  clinical  information  translates  into  quicker  diagno.ses  and 
higher  quality  health  care.  As  the  interest  in  telemedicine  continues  to  accelerate, 
the  NLM-sponsored  demonstration  projects  will  become  more  important  in  assessing 
this  application.  The  implications  of  the  NLM's  efforts  are  far  reaching  and  crucial 
as  medicine  progresses  into  the  information  age. 

CLOSING  REMARKS 

In  summary,  the  American  College  of  Cardiology  would  like  to  stress  the 
critical  importance  of  cardiovascular  research  and  the  contributions  of  the 
NHLBI  to  the  advancement  of  cardiovascular  care  for  all  people.  We  ask  that 
you  fund  the  NHLBI  at  the  highest  level  possible  and,  at  a  minimum,  that  you 
maintain  parity  of  funding  among  the  Institutes.  Innovation  is  the  cornerstone  in 
the  fight  against  cardiova.scular  disease.  As  you  sift  through  the  many  important 
priorities  facing  the  Subcommittee.  I  ask  that  you  keep  this  in  mind. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  before  the  Subcommittee,  and 
for  your  commitment  to  medical  research  funding. 


STATEMENT  OF  THE  ARTHRITIS  FOUNDATION 

The  Arthritis  Foundation  is  pleased  to  submit  public  witness  testimony  in 
support  of  the  National  Institutes  of  Health  (NIH)  and  the  National  Institute  of 
Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS).  The  Arthritis  Foundation 
is  a  national  voluntary  health  organization  with  65  chapters  across  the  United  States, 
providing  a  source  of  help  and  hope  for  the  nearly  40  million  Americans  who  have 
arthritis. 

We  bring  a  message  of  hope  and  challenge:  hope  for  current  and  fumre 
patients  that  improvements  in  our  quality  of  life  will  continue  toward  someday 
reaching  the  cure,  and  challenge  for  the  leaders  of  this  country  to  find  solutions  to 
today's  problems  while  preparing  our  nation  for  a  healthy  and  prosperous  future. 

The  Arthritis  Foundation  supports  research  to  find  the  cure  for  and  prevention 
of  arthritis  and  seeks  to  improve  the  quality  of  life  for  those  affected  by  the  disease. 
The  Foundation  is  the  only  national  voluntary  health  organization  that  works  for  all 
people  affected  by  any  of  the  more  than  100  forms  of  arthritis  or  related  diseases. 
Our  services  include  support  for  research  programs,  professional  and  community 
education  programs,  and  government  advocacy. 

The  Arthritis  Foundation  commends  Congress'  tremendous  support  of  the 
NIH  and  NIAMS  in  1996.  With  a  continued  strong  federal  commitment  to  medical 
research  we  can  meet  our  health  care  challenges.  For  1997,  we  respectfully  request 
a  6.5%  increase  for  NIH  and  NIAMS.    We  are  concerned  that  the  proposed  FY 


72 


1997  increase  of  only  1.8%  for  NIAMS  is  insufficient  to  meet  the  many  scientific 
opportunities  that  exist  in  arthritis  research,  particularly  given  the  fact  that  the 
success  rate  for  research  project  grants  (RPG)  at  NIAMS  has  traditionally  been 
below  the  RPG  success  rate  for  all  of  NIH. 

What  is  Arthritis? 

Arthritis  is  characterized  by  pain,  stiffness  and  sometimes  swelling  in  and 
around  the  joints.  The  most  common  form,  with  approximately  16  million  cases 
(including  12  million  women)  is  osteoarthritis.  Osteoarthritis  increases  with  age 
and  involves  the  breakdown  of  cartilage  and  bones  in  the  fingers  and  weight-bearing 
joints.  Fibromyalgia,  which  affects  muscles  surrounding  joints,  affects  an  estimated 
five  million  Americans,  mostly  women.  Pain  is  often  described  as  burning  and  for 
most  patients  some  degree  of  pain  is  always  present.  Nine  out  of  10  fibromyalgia 
patients  have  moderate  or  severe  fatigue.  The  anti-inflammatory  medications  used 
to  treat  rheumatic  conditions  do  not  have  a  major  effect  in  fibromyalgia. 
Rheumatoid  arthritis  (R.A.)  is  an  immune-related  inflammation  or  swelling  of  the 
joint  lining  that  damages  cartilage  and  bone,  affecting  hands,  wrists,  feet,  knees, 
ankles,  shoulders  and  elbows.  Rheumatoid  arthritis  is  a  chronic  disease  that  often 
attacks  people  in  the  prime  of  life,  between  ages  20  and  50.  and  affects  women  more 
frequently  than  men.  Patients  with  rheumatoid  arthritis  have  a  one-in-three  chance 
of  becoming  disabled,  and  50%  of  all  patients  with  R.A.  stop  working  within  10 
years  of  diagnosis.  Osteoporosis  is  a  disease  of  reduced  bone  mass  that  affects 
primarily  women.  It  is  the  leading  cause  of  bone  fractures  in  postmenopausal 
women  and  the  elderly,  and  one  out  of  two  women  age  50  and  older  will  be  at  risk 
of  sustaining  a  fracture  due  to  osteoporosis  during  their  remaining  lifetime.  Other 
forms  of  arthritis  include  gout,  lower  back  pain,  bursitis,  systemic  lupus  and  juvenile 
rheumatoid  arthritis. 

Impact  of  Arthritis 

Approximately  15.5%  of  Americans  are  afflicted  with  some  form  of  arthritis, 
including  nearly  half  of  the  population  65  years  and  older.  As  increasing  numbers 
of  "baby  boomers"  age  and  as  life  exp)ectancy  increases,  cases  of  arthritis  and  other 
rheumatic  conditions  will  jump  an  estimated  50%  during  the  next  25  years,  with  the 
number  of  people  affected  rising  to  about  60  million  Americans  by  2020.  Among 
middle-  and  older-aged  women,  arthritis  is  the  most  prevalent  chronic  condition. 

Although  most  people  are  able  to  carry  on  a  normal  lifestyle  with  arthritis, 
many  are  not.  Arthritis  is  the  leading  cause  of  disability  in  the  United  States.  About 
seven  million  Americans  are  severely  disabled  as  a  result  of  arthritis,  and  this 
number  is  expected  to  rise  to  about  12  million  in  the  next  25  years.  Many  people 
with  arthritis  struggle  with  pain  and  difficulty  throughout  their  day.  To  those 
disabled  by  the  disease,  arthritis  can  mean  significant  medical  care  costs,  loss  of 
wages,  and  a  lower  quality  of  life. 

Arthritis  can  also  be  very  costly.  The  estimated  annual  cost  of  arthritis  is 
$64.8  billion,  including  the  costs  of  medical  care  and  lost  wages.  With  its 
disproportionate  incidence  on  Older  Americans,  the  Medicare  costs  associated  with 
arthritis  are  substantial. 
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Support  for  Arthritis  Research 

The  path  toward  accomplishing  our  goals  and  reducing  the  pain  and  suffering 
inflicted  by  arthritis  begins  with  basic  research.  The  Arthritis  Foundation  thanks  the 
Committee  for  its  longstanding  support  of  the  NIH  and  of  NIAMS.  Your 
commitment  to  investment  in  biomedical  and  behavioral  research  is  appreciated- 
-clearly,  the  strong  support  provided  by  Congress  for  195>6  would  not  hart 
occurred  without  the  efforts  of  this  Committee,  and  our  volunteers  and  members 
are  aware  of  your  tremendous  leadership.  We  urge  you  to  continue  to  provide 
strong  suppon  for  NIH  and  NIAMS  in  these  tiroes  of  tight  budget  constraints. 

The  NIAMS  Arthritis  Program  supports  basic  research  that  helps  in 
illuminating  the  event  or  events  that  trigger  the  processes  that  lead  to  arthritis  and 
other  rheumatic  diseases.  Research  at  NIAMS  has  resulted  in  numerous  scientifK 
advances,  which  we  hope  will  lead  to  breakthroughs  in  treating  and  preventing 
arthritis.    These  advances  include; 

*  discovery  of  how  methotrexate,  a  very  effective  drug,  works  in  the 
treatment  of  rheumatoid  arthritis; 

*  clues  as  to  why  rheumatoid  arthritis  improves  during  pregnancy; 

*  a  new  method,  ultrasound,  for  the  early  detection  of  osteoarthritis; 

*  prevention  measures  for  osteoporosis  including  estrogen  supplement 
beginning  five  yean  prior  to  menopause,  calcium  supplements,  and 
exercise  (NIAMS  estimates  savings  at  $22-30  million,  while  its  total 
14-year  investment  was  $18.4  million); 

*  the  recent  observation  that,  in  mice  that  develop  a  lupus-like 
condition,  a  gene  that  controls  programn^  cell  death  (the  body's 
elimination  of  damaged  cells),  signs  of  lupus  disappear  when  the 
defective  geiie  is  replaced  with  a  normal  gene; 

*  aggressive  treatment  of  lupus  with  a  combination  of  prednisor»e  and 
cyclophosphamide,  which  a  NIAMS-sponsored  clinical  trial  showed 
was  more  effective  than  prednisone  alone  in  preventing  end  stage 
renal  disease  in  lupus  patients,  saving  approximately  $100  million 
annually;  and, 

*  new  discoveries  in  the  causes  of  ^inal  arthritis 

However,  many  promising  research  opportunities  are  unfunded.  NIAMS  has 
several  initiatives  planned,  including  nwre  research  on  arthritis  in  children,  genetic 
therapy  by  immunization  to  prevent  rheumatoid  arthritis,  basic  mechanisms  in  drug- 
induced  lupus,  and  the  molecular  basis  for  blood  vessel  involvement  in  scleroderma. 
But  in  order  for  these  planned  initiatives  to  naove  forward,  NIAMS  needs  adequate 
funding. 

For  1997,  the  Arthritis  Foundation  req>ectfully  requests  a  6.5%  increase  for 
NIAMS.  This  is  consistent  with  the  recommendation  for  all  of  NIH  by  the  Ad  Hoc 
Group  for  Bionjedical  Research.  This  would  enable  NIH  and  NIAMS  to  sustain 
their  high  standard  of  research  aixl  will  help  NIAMS  further  its  mission  of  finding 
ways  to  control,  cure  and  ultimately  prevent  arthritis. 
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STATEMENT  OF  THE  JOINT  COUNCIL  OF  ALLERGY,  ASTHMA, 
AND  IMMUNOLOGY 

The  Joint  Council  of  Allergy,  Asthma  and  Immunology  (JCAAI)  is  pleased 
to  submit  written  testimony  in  support  of  federal  funding  for  research  related  to 
asthma,  allergy  and  immunology.  JCAAI  is  a  professional  non-profit  organization 
comprised  of  the  American  Academy  of  Allergy,  Asthma  and  Immunology  and  the 
American  College  of  Allergy,  Asthma  and  Immunology.  JCAAI  represents  more 
than  4,000  clinicians  and  researchers  who  are  dedicated  to  providing  care  for  the  35 
million  Americans  who  suffer  from  allergic  or  immune  disorders. 

We  would  like  to  express  our  thanks  to  this  Committee  for  its  efforts  in 
ensuring  a  strong  federal  commitment  to  the  National  Institutes  of  Health  (NIH)  for 
fiscal  year  1996.  The  5.7%  increase  in  funding  will  enable  the  exciting  research 
initiatives  to  continue  and  move  the  country  closer  to  understanding  the  development, 
treatment  and  cure  of  many  diseases.  We  know  that  you  were  faced  with  difficult 
funding  choices  in  a  year  in  which  many  programs  were  frozen  or  cut  and  we  are 
very  appreciative  that  NIH  was  a  top  priority. 

We  are  very  concerned  about  the  Administration's  proposed  increase  for  NIH 
in  fiscal  year  1997.  Specifically,  the  President  has  requested  an  increase  of  only 
3.3%  for  the  National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID), 
including  1.9%  for  non-AIDS  research,  and  1.7%  for  the  National  Heart,  Lung,  and 
Blood  Institute  (NHLBI).  For  fiscal  year  1997,  JCAAI  respectfully  requests  that 
Congress  provide  a  6.5%  or  $776  million  increase  for  the  NIH.  This  is  also  the 
recommendation  of  the  Ad  Hoc  Group  for  Biomedical  Research.  With  continued 
strong  Federal  support  of  medical  research,  our  researchers  will  be  able  to  capitalize 
on  many  of  the  opportunities  that  exist  in  basic  and  clinical  research  and  will  help 
the  U.S.  maintain  its  world-renowned  leadership  in  biomedical  research. 

JCAAI  believes  that  it  is  critical  for  the  emphasis  on  individual  investigator- 
initiated  research  at  NIH  to  remain  a  top  priority,  and  we  are  concerned  about  the 
low  success  rate  for  ROl  grant  applications.  Investigator-initiated  ROl  grants  have 
been  the  backbone  of  NIH  research  and  of  all  scientific  research  throughout  the 
country  over  the  past  50  years.  These  grants  are  the  catalyst  for  many 
improvements  in  prevention  and  treatment  of  allergies  and  asthma.  We  must 
improve  upon  the  low  success  rates  for  competing  new  ROls  supported  by  NIAID 
and  by  NHLBI. 

Asthma  is  a  major  public  health  issue  that  directly  affects  between  10  to  15 
million  Americans,  making  it  one  of  the  most  common  chronic  diseases  in  the  U.S. 
The  incidence  of  asthma  is  on  the  rise;  the  Centers  for  Disease  Control  (CDC)  has 
documented  that  the  rate  of  asthma  rose  42%  between  1982  and  1992.  It  is  also 
troubling  to  note  that  children  under  the  age  of  18  and  African  Americans  suffer 
disproportionately  from  asthma -children  have  a  41%  higher  prevalence  of  asthma 
than  the  general  population,  and  the  prevalence  of  asthma  in  1993  in  African 
Americans  under  age  45  was  about  23%  higher  than  in  whites. 

Costs  to  both  individuals  and  to  society  as  a  result  of  asthma  are  staggering. 
Total  costs  related  to  asthma  are  estimated  to  be  $7.4  billion  annually,  including 
$4.5  billion  in  direct  medical  costs  and  $2.9  billion  in  indirect  costs  associated  with 
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loss  of  productivity,  disability,  and  death.  Asthma  results  in  more  days  missed  from 
school  than  any  other  chronic  disease.  One  study  examining  the  costs  associated 
with  the  management  of  childhood  asthma  showed  that  an  average  family  with  a 
moderately  severely  asthmatic  child  spends  6.4%  of  their  yearly  income  on  asthma- 
related  expenses;  low  income  families  spend  nearly  12%  of  their  income. 

Research  has  altered  our  views  about  the  cause  of  asthma  and,  subsequently, 
its  treatment.  It  has  become  evident  that  asthma  is  a  chronic  lung  disease  caused  by 
a  complex  interaction  of  genetic  and  environmental  factors.  The  scope  of  the  health 
problem  caused  by  asthma  lies  not  only  in  the  growing  number  of  Americans  with 
the  disease,  but  also  in  the  limitations  that  asthma  can  impose  on  daily  life. 
Research  is  underway  that  will  help  identify  the  risk  factors  associated  with  and 
predisposing  individuals  to  asthma.  This  information  will  also  help  to  identify 
children  that  may  be  at  high  risk  for  developing  asthma,  as  well  as  to  reduce  the 
variability  of  the  condition.  Continued  research  can  help  pinpoint  possible  targets 
for  new  drug  treatments. 

Research  has  demonstrated  thai  industrial  and  occupational  exposures  have 
a  negative  effect  on  asthma.  At  the  NHLBI,  the  Division  of  Lung  Diseases'  Asthma 
Research  Program  has  assessed  the  magnitude  of  the  contribution  of  these  exposures 
to  work  disability  for  those  with  existing  asthma.  This  research  is  important  because 
the  impact  of  occupational  exposures  on  those  with  existing  asthma  is  the  leading 
cause  of  work  disability  rates  for  those  aged  18-44  in  the  United  States.  It  is 
estimated  that  the  cost  of  lost  work  days  due  to  occupational  asthma  for  persons  aged 
18  and  older  reaches  over  $284  million  each  year,  and  this  figure  does  not  include 
losses  from  having  to  completely  stop  work  due  to  asthma. 

The  NHLBI  has  several  collaborative  activities  underway  that  focus  on 
asthma  in  at-risk  populations.  Five  centers  (Washington,  D.C. /Baltimore;  San 
Antonio;  St.  Louis;  New  York  City;  and  Albuquerque)  are  in  the  final  phase  of  a 
study  that  will  develop,  implement,  and  evaluate  interventions  to  control  asthiria 
morbidity  among  African  American  and  Hispanic  children.  Intermediate  findings 
are  promising  because  they  suggest  that  it  is  possible  to  develop  a  pattern  of 
preventive  and  continuing  care  for  a  population  which  has  traditionally  been  difficult 
to  reach  with  preventive  public  health  programs.  If  this  intervention  is  found  to 
reduce  emergency  room  utilization  and  hospitalization  rates,  its  widespread 
application  could  greatly  reduce  the  economic  burden  of  asthma.  The  Childhood 
Asthm?.  Management  Program  (CAMP)  is  underway  with  1,041  children  enrolled. 
The  study  objective  is  to  determine  the  long-term  effects  in  children  ages  five 
through  12  of  three  types  of  therapy  on  pulmonary  function  over  a  five-year  period. 

The  NHLBI  is  also  collaborating  with  the  National  Institute  of  Child  Health 
and  Human  Development  (NICHD)  Maternal  and  Fetal  Medicine  Unit  Network  on 
a  four  year,  collaborative  project  to  study  the  effect  of  asthma  treatments  on 
pregnancy  and  perinatal  outcomes.  A  majority  of  the  patients  in  the  two 
investigations  (an  observational  study  and  a  clinical  trial)  are  minority  patients  at-risk 
for  poor  asthma  control  and  poor  perinatal  outcomes. 

Another  promising  study  is  the  NIAID  National  Cooperative  Inner-City 
Asthma  Smdy,  which  established  a  network  of  eight  sites  to  identify  risk  factors  for 
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asthma  in  inner-city  children  and  to  develop  ways  to  reduce  these  risks.  The  first 
phase  of  the  study,  which  identified  risk  factors  and  possible  interventions,  has  been 
completed.  The  second  phase  is  ongoing  and  tests  the  effectiveness  of  interventions. 

This  growing  body  of  research  demonstrates  that  new  ways  of  controlling  and 
managing  asthma  over  the  long-term  are  on  the  horizon,  thus  making  it  possible  to 
reduce  asthma's  personal,  social,  and  economic  burdens  to  individuals  and  to 
society. 

JCAAI  is  also  supportive  of  Federal  support  for  the  study  of  other  allergic 
diseases  which  affect  more  than  50  million,  or  one  out  of  five,  Americans.  These 
include  hay  fever,  sinusitis,  nasal  polyps,  allergic  eczema  and  certain  types  of  hives, 
swelling,  and  drug  reactions.  The  most  common  cause  of  asthma,  however,  is 
allergy.  Ninety  percent  of  children  under  the  age  of  16  who  have  asthma  suffer 
from  allergies,  70%  of  individuals  under  the  age  of  30,  and  50%  of  people  over  the 
age  of  30. 

Although  a  variety  of  therapies  have  been  developed  to  treat  allergic  diseases, 
critical  aspects  of  the  allergic  reaction  are  still  not  well  understood.  In  order  to 
develop  more  effective  therapies  and  devise  methods  for  prevention,  researchers 
need  to  determine  the  environmental  and  genetic  factors  that  contribute  to  allergic 
diseases.  Researchers  working  through  the  NIAID  have  been  leaders  in  advancing 
and  expanding  the  body  of  knowledge  in  the  field  of  allergy. 

Research  has  demonstrated  that  genetics  has  a  major  influence  on  allergy. 
If  one  parent  has  allergies,  statistics  show  that  one  out  of  his  or  her  three  children 
will  also  have  allergies,  and  if  both  parents  have  allergies,  all  of  their  children  will 
most  likely  have  allergies.  Aside  from  the  strong  predictive  factor  of  genetics,  it  is 
not  understood  why  some  individuals  acquire  allergies  and  others  do  not. 

NIAID  was  a  partner  in  a  Federal  government-wide  effort  which  determined 
that  exposure  to  indoor  allergens  is  a  substantial  public  health  problem  and 
recommended  improved  education  and  expanded  research.  NIAID-funded 
researchers  were  also  the  first  to  identify  the  IgE  antibody  that  triggers  allergic 
responses.  Current  research  using  molecular  technology  has  provided  further 
stimulus  for  future  research.     We  must  continue  to  build  upon  these  advances. 

Thank  you  again  for  your  leadership  in  ensuring  a  strong  Federal 
commitment  to  research  funding  through  the  NIH.  Research  has  resulted  in  dramatic 
progress  in  our  understanding  of  disease  and  disease  prevention,  and  basic  and 
clinical  research  are  the  keys  to  the  development  of  public  health  tools.  Today's 
investments  will  become  tomorrow's  treatments  and  cures. 


STATEMENT  OF  THE  COLLEGE  ON  PROBLEMS  OF  DRUG 
DEPENDENCE,  INC.,  [CPDD] 

The  College  on  Problems  of  Drug  Dependence  (CPDD)  appreciates  this 
opportunity  to  submit  written  testimony  to  the  Committee  in  support  of  the  National 
Institutes  of  Health  (NIH)  and.  in  particular,  the  National  Institute  on  Drug  Abuse 
(NIDA). 
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CPDD  thanks  the  Committee  for  its  leadership  in  ensuring  a  strong  Federal 
commitment  to  the  NIH.  We  recognize  that  the  Committee  was  faced  with  many 
difficult  funding  choices,  and  we  are  extremely  appreciative  of  the  5.8%  increase  in 
funding  given  to  NIH  this  year. 

CPDD  is  the  longest  standing  organization  in  the  United  States  that  addresses 
problems  of  drug  dependence  and  abuse,  and  CPDD  is  the  leading  scientific  society 
in  the  field  of  drag  dependence.  From  1929  until  1976,  CPDD  was  associated  with 
the  National  Academy  of  Sciences,  National  Research  Council.  Since  1976,  the 
organization  has  functioned  as  an  independent  body  affiliated  with  other  scientific 
and  professional  societies  representing  various  disciplines  concerned  with  problems 
of  drag  dependence  and  abuse.  In  1991,  the  CPDD  evolved  into  a  membership 
organization  which  now  serves  as  an  interface  among  government,  industry,  and 
academia.  and  maintains  liaisons  with  regulatory  and  research  agencies  as  well  as 
educational,  treatment,  and  prevention  facilities  in  the  drag  abuse  field. 

If  this  testimony  could  convey  just  two  messages  -  they  would  be  (1)  Drug 
abuse  and  addiction  is  as  much  a  health  issue  as  it  is  a  social  issue;  and  (2)  Drug 
abuse  is  a  preventable  behavior  and  drug  addiction  is  a  treatable  disease  and  we 

now  know  these  to  be  trae  because  of  research. 

Virtually  all  of  us  know  or  have  known  someone  with  a  drag  problem  ~  and 
all  of  us  are  aware  of  the  stigma  and  blame  that  invariably  accompanies  such  a 
problem.  However,  research  has  shown  that  our  individual  biological  makeup,  as 
well  as  our  social  and  cultural  surroundings,  affect  how  vulnerable  we  are  to  the 
addicting  properties  of  drags.  This  directly  refutes  the  false,  but  still  widely  held, 
notion  that  addiction  is  the  result  of  weak  character  or  immoral  behavior. 

It  is  estimated  that  over  30  million  Americans  suffer  from  drag  and  alcohol 
addiction  --  1 1  million  of  them  using  illicit  drags  such  as  marijuana,  cocaine,  and 
heroin  (5  million  of  whom  are  women  of  child  bearing  age). 

While  the  number  of  Americans  using  illicit  drags  has  dropped  from  24.7 
million  in  1979  to  11.4  million  in  1992,  this  statistic  is  extremely  misleading. 
Recent  surveys  provide  overwhelming  evidence  of  a  sharp  and  dramatic  increase  in 
drag  use  among  young  people.  This  is  important,  not  only  for  the  health  and  well- 
being  of  our  adolescents,  but  also  because  drag  u.se  at  this  age  very  often  leads  to 
hard-core  drag  use  as  adults.  Many  of  these  frightening  trends  are  included  in  a 
recent  report  by  Senator  Orrin  G.  Hatch  (R-UT),  Chairman  of  the  Senate  Judiciary 
Committee,  entitled  "Lx)sing  Ground  Against  Drags:  A  Report  on  Increasing  Illicit 
Drag  Use  and  National  Drag  Policy." 

The  human  and  economic  costs  of  drag  abuse  and  addiction  are  staggering  - 
reinforcing  the  message  that  drug  abuse  and  addiction  is  as  much  a  health  issue 
as  it  is  a  social  issue.  Drag  and  alcohol  addiction  breaks  up  marriages,  families,  and 
friendships.  It  compromises  productivity  and  worker  safety  and  promotes  criminal 
behavior  and  violence.  Drag  and  alcohol  addiction  costs  this  country  more  than 
$160  billion  each  year.  Illegal  drag  use  alone  costs  us  over  $67  billion  each  year. 
Because  drag  abuse  is  associated  with  a  myriad  of  health  problems  such  as  hepatitis, 
tuberculosis,  and  AIDS,  drag  abusers  are  substantively  over-represented  in  hospital 
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settings  -  especially  in  emergency  rooms  where  health  care  is  most  expensive.  In 
fact,  surveys  show  that  between  25-40  percent  of  all  general  hospital  patients  are 
being  treated  for  complications  related  to  drug,  alcohol,  or  tobacco  use. 

The  effects  of  adult  drug  and  alcohol  addiction  on  innocent  children  are 
appalling.  Fetal  Alcohol  Syndrome  (FAS)  is  just  one  example.  Heavy  or  frequent 
alcohol  use  during  pregnancy  may  result  in  FAS  --  the  leading  preventable  cause  of 
birth  defects  and  mental  retardation.  In  addition,  over  half  of  the  children  with 
AIDS  were  born  to  mothers  who  were  injecting  drugs  or  who  had  sexual  contact 
with  someone  who  was. 

The  solution  relates  to  the  second  message  that  drug  abuse  is  a  preventable 
behavior  and  drug  addiction  is  a  treatable  disease.  In  fact,  for  every  dollar 
invested  in  a  drug  abuse  treatment  program,  there  is  a  return  of  four  dollars  in 
reduced  drug-related  crime,  criminal  justice  costs,  and  theft,  plus  additional  savings 
in  health  care  costs. 

The  National  Institute  on  Drug  Abuse  (NIDA)  is  the  lead  Federal  agency 
supporting  research  on  the  causes,  consequences,  prevention,  and  treatment  of  drug 
abuse.  NIDA  was  created  by  Congress  in  1974  based  upon  the  recognition  that 
tomorrow's  treatments  depend  upon  today's  research  and  that  science  should  serve 
as  the  foundation  for  treatment  and  prevention. 

Thanks  to  over  twenty  years  of  basic  and  clinical  research,  treatment  of  drug 
addiction  works.  Last  year,  CPDD's  public  witness  testimony  was  presented  before 
the  House  Labor,  Health  and  Human  Services,  Education,  and  Related  Agencies 
Appropriations  Subcommittee,  not  only  by  one  of  our  clinical  researchers,  but  also 
by  a  heroin  addict  currently  taking  methadone  as  her  treatment.  Methadone  and 
LAAM  treatments  for  heroin  addiction  were  developed  by  NIDA-supported 
researchers  and  enable  individuals  suffering  from  heroin  addiction  to  lead  productive 
lives.  Our  patient  witness  from  last  year  recently  passed  the  New  York  State  Bar 
Exam  and  is  a  productive  and  valuable  member  of  society.  Naltrexone,  another 
treatment  developed  by  NIDA-supported  researchers,  is  a  receptor-blocking  drug 
initially  developed  for  heroin  addiction  and  unexpectedly  proved  effective  for  alcohol 
addiction  as  well. 

In  the  February  16.  1996,  issue  of  Science,  an  article  reported  research 
findings  that  strengthened  the  hypothesis  that  cocaine  causes  its  addictive  high  by 
raising  the  levels  of  dopamine  in  the  brain.  In  this  study,  the  gene  responsible  for 
the  production  of  the  dopamine  transporter  was  deleted.  The  results  reinforced  the 
importance  of  the  dopamine  transporter  in  controlling  dopamine  levels. 

The  research  also  provides  a  valuable  new  tool  for  understanding  the  neurobiology 
of  cocaine  addiction.  The  results  of  this  research  could  be  instrumental  in  designing 
new  treatments  that  prevent  cocaine  from  binding  to  the  dopamine  transporter,  and 
therefore  curb  cocaine  addiction. 

We  must  continue  to  build  on  these  advances  which  will  result  in  better 
treatments.  One  example  of  how  an  increased  investment  in  science  drives  better 
treatments  is  the  work  underway  in  NIDA's  Intramural  Research  Program.  Scientists 
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have  recently  evaluated  the  safety  and  elTect-iveiiess  of  the  combination  of  two 
dopamine  medications  in  the  treatment  of  cocaine  dependence.  The  findings  suggest 
that  this  approach,  which  has  been  used  successfully  in  other  areas  of 
neuropsychiatry  such  as  Parkinson's  disease  and  obsessive-compulsive  disorder,  can 
help  improve  the  treatment  of  drug  abuse. 

NIDA  is  also  currently  working  on  many  promising  research  initiatives  in  the 
areas  of  basic,  behavioral,  clinical,  AIDS,  etiology,  epidemiology,  and  prevention 
research.  NIDA  has  been  a  leader  in  recent  advances  in  research  on  the  drug  abuse 
and  HIV/AIDS  link.  One  study  recently  completed  examined  the  behavioral  change 
among  women  intravenous  drug  users  (IDUs)  and  sexual  partners  of  IDUs  relative 
to  pregnancy.  The  findings  indicate  that  the  period  of  pregnancy  provides  an 
opportunity  for  changes  in  risk  behaviors  of  women. 

NIDA  has  recently  completed  its  planning  process  for  FY  1997  with  the 
Office  of  AIDS  Research  to  identify  programmatic  initiatives  for  FY  1997.  The 
proposed  initiatives  represent  an  opportunity  to  capitalize  on  recent  advances  in 
research  on  the  drug  abuse  and  HIV/AIDS  link.  The  initiatives  will  focus  on  those 
areas  that  have  the  most  promise  for  rapidly  impacting  the  AIDS  epidemic  and  for 
which  NIDA  is  well  prepared  to  take  scientific  leadership. 

A  number  of  prevention  research  studies  have  also  recently  been  completed 
by  NIDA-sponsored  researchers.  For  example,  a  two-year  follow-up  study  of  456 
inner-city  seventh  grade  minority  adolescents  from  New  York  City  public  schools, 
which  focused  on  a  culturally  focused  skills  training  approach  to  alcohol  and  drug 
prevention  among  minority  students,  has  recently  been  completed.  This  study  is 
exciting  because  it  is  the  first  to  demonstrate  the  effectiveness  of  school-based 
approaches  to  substance  abuse  prevention  with  inner-city  minority  adolescents  and 
because  prevention  efforts  were  present  two  years  after  the  conclusion  of  the  primary 
year  of  intervention. 

The  President's  Budget  Request  for  FY  1997  recommended  a  3.9  percent 
increase  in  funding  for  the  NIH.  However,  the  Administration  proposes  that 
approximately  two-thirds  of  that  increase  be  used  for  construction  of  a  new  NIH 
Clinical  Research  Center,  leaving  NIH  overall  with  slightly  more  than  a  1.6  percent 
increase  and  NIDA  with  a  1.7  percent  increase  for  FY  1997!  This  request  is  an 
affront  to  drug  abuse  research  and  actually  represents  a  significant  cut  in  light  of 
the  fact  that  the  projected  biomedical  inflation  rate  could  be  as  high  as  3.7  percent 
for  FY  1997. 

CPDD  supports  NIDA's  professional  judgement  budget  which  calls  for  a 
9.3%  increase  for  NIDA  for  FY  1997.  This  increase  will  ensure  that  NIDA- 
supported  research  continues  to  bring  major  benefits  to  society.  A  strong  Federal 
commitment  to  NIDA  is  critical  to  the  prevention  and  treatment  of  drug  abuse. 

In  recognition  of  the  budgetary  constraints  with  which  the  Committee  is 
faced,  CPDD  respectfully  requests  that  Congress  support  the  recommendation  of  the 
Ad  Hoc  Group  for  Biomedical  Research  which  calls  for  a  6.5%  increase  for  the  NIH 
in  FY  1997.  This  increase  v/ill  enable  scientists  to  build  upon  the  exciting  basic  and 
clinical  research  conducted  to  date. 
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STATEMENT  OF  THE  NATIONAL  COALITION  FOR  CANCER 
RESEARCH,  [NCCR] 

The  National  Coalition  for  Cancer  Research  (NCCR)  is  pleased  to  have  this 
opportunity  to  submit  written  testimony  in  support  of  cancer  research. 

The  NCCR  is  a  coalition  of  19  national  lay  and  professional  organizations. 
It  represents  55,000  cancer  researchers,  nurses,  physicians,  and  health  care  workers; 
tens  of  thousands  of  cancer  survivors  and  their  families;  40,000  children  with  cancer 
and  their  families;  82  cancer  hospitals  and  cancer  centers  across  the  country;  and 
more  than  2  million  volunteers  --  all  with  a  strong  commitment  to  biomedical  and 
cancer  research  and  all  with  the  knowledge  of  the  critical  importance  of  research  to 
the  eradication  of  this  disease. 

The  NCCR  would  like  to  thank  the  Committee  for  being  so  supportive  of 
biomedical  research  in  the  past.  The  tragedies  due  to  cancer  that  are  reported  to  us 
daily  are  sad  reminders  of  the  scope  of  the  cancer  epidemic.  In  spite  of  growing 
budgetary  and  fiscal  constraints,  the  members  of  this  Committee  have  been  the 
champions  of  biomedical  research  and  of  our  vital  cancer  research  priorities.  The 
NCCR  is  deeply  grateful  to  the  Committee  for  its  unstinting  and  passionate 
commitment  to  the  health  of  Americans,  for  only  through  vigorous  research  efforts 
can  we  continue  to  improve  quality  of  life  and  rates  of  survival  from  cancer. 

The  word  "cancer"  is  used  to  describe  more  than  100  different  tumors  that 
affect  almost  every  organ  or  tissue  in  the  body.  Despite  the  progress  and  promise 
of  research,  cancer  still  brings  fear  to  our  hearts  and  minds,  and  this  fear  is  well 
justified.  The  statistics  are  staggering.  One  person  out  of  three  will  get  cancer. 
One  person  out  of  five  will  die  from  cancer.  This  year  alone,  over  1,350,000 
people  will  be  diagnosed  with  cancer.  This  year  more  than  550,000  will  die  from 
cancer  --  1,700  of  them  children,  44,300  of  them  women  with  breast  cancer,  and 
41,400  of  them  men  with  prostate  cancer.  In  fact,  it  is  estimated  that  by  the  year 
2000,  cancer  will  surpass  heart  disease  as  the  leading  cause  of  death. 

Virtually  all  of  us  have  been  affected  in  some  way  by  cancer  -  and  all  of  us 
should  care  about  cancer  research.  As  with  all  biomedical  issues,  there  is  an 
economic  side  that  accompanies  every  human  side.  While  there  is  no  way  to  assess 
or  measure  the  human  pain  and  suffering  of  cancer  patients  and  their  families,  there 
is  a  way  to  measure  the  economics  of  cancer. 

We  recognize  that  in  this  day  of  belt  tightening  and  budget  balancing,  a 
compelling  economic  argument  must  be  made  for  any  project.  This  is  not  difficult 
to  do  when  it  comes  to  biomedical  and  cancer  research. 

*  Cancer  research  curtails  health  care  costs.   With  health  care  costs  for  cancer 

now  estimated  to  be  in  excess  of  $104  billion  annually,  every  research 
discovery  has  the  potential  to  effectively  reduce  these  costs  and  make  an 
investment  in  our  economy.  For  example,  a  17-year  total  government 
investment  of  $56  million  in  testicular  cancer  research  has  resulted  in  a  91 
percent  cure  rate,  a  40-year  increased  life  expectancy,  and  an  armual  savings 
of  $166  million. 
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Further,  an  NIH  report  estimated  that  approximately  $800  million  invested 
in  NIH-supported  clinical  and  applied  research  had  the  promise  of  realizing 
a  one-year  savings  of  $5.2  -  6.7  billion,  i.e.,  an  amazing  600  -  800  percent 
return  on  investment. 

*  Cancer  research  creates  jobs.  Eighty-five  percent  of  the  money  appropriated 
to  the  NCI  is  invested  in  research  institutions  across  the  country. 

*  Cancer  research  is  the  foundation  for  many  pharmaceutical  and  biotechnology 
firms.  There  are  now  215  drugs  in  development  by  98  research-based 
pharmaceutical  companies  in  cooperation  with  the  NCI,  and  the  number  of 
companies  involved  in  cancer  drug  development  doubled  from  49  in  1993  to 
98  in  1995.  The  Department  of  Commerce  reported  that  biotechnology  was 
a  $6  billion  industry  in  1993  and  is  expected  to  be  a  $50  billion  industry  by 
the  year  2000. 

With  health  care  costs  for  cancer  in  excess  of  $104  billion  annually,  it  is 
astounding  that  the  United  States  invests  less  than  2  percent  of  this  amount  in 
research  on  prevention,  treatment,  and  a  cure  for  cancer.  Clearly,  no  private, 
product-oriented  enterprise  would  ever  settle  for  a  2  percent  investment  in  R&D  - 
rather  there  would  be  a  5  or  even  a  10  percent  investment  in  the  future. 

It  is  important  to  point  out  that,  when  adjusted  for  inflation,  funding  for 
cancer  research  has  increased  only  I  percent  over  the  past  15  years.  Because  of 
this,  in  1995,  investigator-initiated  research  grants  (ROIs)  that  had  been  scientifically 
approved  in  peer  review  were  funded  to  the  15th  percentile.  This  means  that  the 
overwhelming  majority  of  cancer  research  projects  that  were  scientifically  promising 
and  exciting  were  either  delayed  or  forgotten  entirely. 

For  1996,  the  NCI  estimates  that  it  will  be  able  to  fund  approved  research 
grants  to  the  23rd  percentile.  This  increase  over  1995  is  due  to  the  commitment  of 
this  Committee  to  cancer  research  funding.  However,  even  when  funding  at  the 
23rd  percentile,  we  are  losing  significant  oppormnities  for  progress  in  cancer 
research. 

This  year  is  the  25th  Anniversary  of  the  signing  of  the  National  Cancer  Act. 
Prior  to  the  National  Cancer  Act,  very  little  was  known  about  the  complexities  of 
this  disease.  Over  the  past  25  years,  we  have  been  successful  in  unraveling  many 
of  the  mysteries  of  cancer.  The  past  investment  in  biomedical  and  cancer  research 
has  brought  enormous  progress  in  molecular  biology  and  genetics,  and  we  are  now 
poised  to  translate  these  extraordinary  research  findings  to  the  clinic.  We  are  now 
applying  this  new  knowledge  to  develop  better  strategies  for  the  diagnosis,  treatment, 
and  prevention  of  cancer.  During  the  past  year  alone,  two  genes  linked  to  breast 
cancer  were  identified,  and  the  gene  FHIT  was  identified  as  being  involved  in 
cancers  of  the  lung,  esophagus,  stomach,  and  colon. 

The  President's  Budget  Request  for  FY  1997  recommended  a  3.9  percent 
increase  in  funding  for  the  NIH.  However,  the  Administration  proposes  that 
approximately  two-thirds  of  that  increase  should  be  used  for  construction  of  a  new 
NIH  Clinical  Research  Center,  leaving  NIH  overall  with  slightly  more  Jhan  a  1.6 


percent  increase  and  NCI  with  a  1.3  percent  increase  for  FY  1997.  This  request  is 
an  affront  to  cancer  research  and  actually  represents  a  significant  cut  in  cancer 
funding  in  light  of  the  fact  that  the  projected  biomedical  inflation  rate  could  be  as 
high  as  3.7  percent  for  FY  1997. 

The  NCCR  recognizes  that  funds  are  severely  limited.   As  a  result,  we  have 
thoughtfully  developed  the  following  position: 

►  Our  ultimate  goal  is  to  achieve  the  funding  level  recommended  in  the 
NCI  Bypass  Budget  in  order  to  fulfill  the  promise  of  cancer  research. 

►  As  an  interim  measure,  the  NCCR  believes  that  parity  of  funding  with 
that  of  the  entire  NIH  is  a  top  priority.  Since  1980,  the  NIH  as  a 
whole  has  received  a  15%  increase  in  federal  funding  in  constant 
dollars  compared  to  a  1%  increase  for  the  NCI.  A  1%  increase  in 
spending  power  over  the  past  15  years  for  a  disease  which  will  be  the 
number  one  killer  by  the  year  2000  is  unacceptable.  It  inhibits  our 
ability  to  achieve  progress  against  cancer  and  to  exploit  the 
opportunities  that  are  available  to  us  today  as  a  result  of  the  past 
investment  in  research. 

►  As  a  first  step  toward  achieving  the  funding  level  recommended  in  the 
Bypass  Budget,  the  NCCR  requests  that  a  6.5  percent  increase  over 
FY  1996  be  given  to  the  NCI.  This  request  coincides  with  the 
request  for  the  NIH  of  more  than  170  professional  medical  and 
scientific  societies,  patient  groups,  universities  and  medical  schools, 
and  other  organizations  dedicated  to  the  support  of  biomedical 
research. 

A  6.5  percent  increase  would  enable  the  NCI  to  consider  the  following  levels  of 
support  for  1997: 

The  NCI  would  be  in  a  position  to  fund  approved  grants  in 
FY  1997  to  the  25th  percentile,  a  small  improvement  over  FY 
1996.  This  increase  would  enable  investigators  and  research 
centers  to  develop  programs  in  promising  new  research  areas. 

With  a  6.5%  increase  in  funding,  the  NCI  would  be  in  a 
position  to  increase  the  number  of  clinical  trials  and  to 
strengthen  clinical  and  translational  research  overall. 

More  support  for  training  would  be  possible  and  would  thus 
make  research  careers  more  attractive  to  young  people.  As 
you  know,  because  of  funding  cutbacks,  there  is  serious 
concern  that  we  will  not  be  able  to  attract  young  scientists  into 
the  fields  of  biomedical  and  cancer  research  in  the  future. 

Given  the  projected  biomedical  inflation  rate  in  the  coming 
year,  i.e.,  as  much  as  4.7  percent,  any  increase  significantly 
less  than  6.5  percent  would  be.  in  effect,  a  cut  in  cancer 


research  funding.  A  reduction  in  funding  would  cost  lives, 
and  it  would  have  a  devastating  effect  on  our  ability  to  achieve 
further  progress  in  promising  areas  of  research. 

In  addition,  the  NCCR  wishes  to  state  its  unequivocal  support  for  the 
following  principles  pertaining  to  the  use  of  these  funds: 

►  The  NCCR  concurs  with  Congress'  recommendation  of  the  last  two 
years  to  support  a  balanced  cancer  research  agenda,  one  which 
includes  basic,  clinical,  and  translational  research  and  which  includes 
research  in  cancer  prevention,  control,  and  survivorship.  Only 
through  a  balanced  research  agenda  can  we  be  assured  of  the  most 
efficient  and  productive  use  of  valuable  research  dollars.  We  strongly 
urge  that  this  emphasis  on  balance  remain  a  core  component  of  your 
1997  priorities. 

►  Within  this  balanced  approach  to  cancer  research,  there  should  be 
flexibility  in  the  use  of  these  funds  to  address  high  priority  initiatives 
and  to  fund  quality  research  programs  and  their  applications  rather 
than  arbitrary  numerical  targets.  We  must  not  let  funding  constraints 
destroy  the  quality  of  existing  and  future  research  initiatives.  The 
focus  must  continue  to  be  on  the  best  science  for  maximal  progress. 

►  Earmarking  of  site-  and  gender-specific  research  should  not  be 
supported  unless  additional  funds  are  provided  for  these  priorities. 

Finally,  the  NCCR  has  been  impressed  by  the  vigor  and  commitment  of  the 
new  Director  of  the  NCI  in  responding  to  and  implementing  the  reforms 
recommended  by  the  Bishop-Calabresi  Report  of  the  National  Cancer  Advisory 
Board.  We  applaud  any  and  all  attempts  on  the  part  of  the  NCI  and  the  NIH  as  a 
whole  to  maximize  the  effective  use  of  limited  research  dollars,  and  we  stand  ready 
to  be  of  assistance  in  the  ongoing  evaluation  of  our  national  effort  to  cure  cancer. 

Each  and  every  year  that  we  do  not  fund  cancer  research  to  its  fullest,  we 
resign  ourselves  to  missed  research  opportunities,  undiscovered  treatments,  and  the 
untimely  deaths  of  Americans. 

Our  FY  1997  funding  request  represents  the  considered  views  of  the  NCCR, 
a  coalition  of  diverse  groups  representing  a  wide  range  of  interests  and  concerns 
about  cancer.  The  common  denominator  among  us  all  is  our  determination  to 
conquer  cancer.  We  urge  you  to  considei'  the  collective  voice  of  our  19  member 
organizations  in  support  of  a  6.5%  increase  for  the  NCI  for  FY  1997  as  you 
begin  to,  once  again,  make  very  difficult  budgetary  decisions.  A  strong  cancer 
research  program  is  an  investment  in  our  Nation  and  our  future. 

Thank  you  for  your  consideration  of  this  request.  The  NCCR  looks  forward 
to  working  with  the  Committee  in  the  future  to  strengthen  the  National  Cancer 
Program. 
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STATEMENT  OF  THE  AUTISM  SOCIETY  OF  AMERICA 

The  Autism  Society  of  America  (ASA)  appreciates  the  opportunity  to  submit 
public  witness  testimony  in  support  of  fiscal  year  1997  funding  for  medical  research 
and  autism-specific  research. 

ASA  thanks  the  Committee  for  its  successful  FY  1996  efforts  on  behalf  of 
the  NIH.  The  Conmiittee's  support  of  medical  research  and  its  recognition  of  the 
human  and  economic  benefits  of  medical  research  have  given  hope  to  the  millions 
of  Americans  whose  lives  will  be  better  off  because  of  scientific  progress. 

The  Autism  Society  of  America  (ASA)  was  founded  in  1965  by  parents  of 
children  with  autism.  Over  the  past  three  decades,  the  ASA  has  grown  to  represent 
some  18,000  members  -  families,  professionals,  and  caregivers  of  persons  with 
autism  --  comprising  over  225  chapters  in  48  states.  Within  the  last  five  years  we 
have  doubled  our  membership  -  a  testament  to  the  fact  that  understanding  and 
public  awareness  of  autism  has  and  is  growing  considerably.  Two  ASA  chapters 
operate  mail  order  bookstores  housing  the  largest  collection  of  works  on  autism. 
The  ASA  publishes  The  ADVOCATE,  a  bimonthly  national  magazine  that  highlights 
the  latest  developments  in  autism  and  provides  invaluable  information  for  families 
coping  with  the  day  to  day  challenges  of  living  with  autism.  As  part  of  the  ASA's 
mission  to  educate  and  support  its  membership,  the  ASA  also  sponsors  an  annual 
conference  bringing  together  2,000  parents  and  professionals  to  discuss  current 
findings  and  research  trends  in  the  field  of  autism  research. 

It  is  encouraging  that  public  awareness  of  autism  continues  to  increase 
dramatically;  however,  autism  is  still  highly  misunderstood.  Many  Americans 
think  they  understand  autism  because  they  have  seen  the  1988  movie  Rain  Man, 
starring  Dustin  Hoffman.  Mr.  Hoffman's  character,  Raymond,  embodied  only  one 
manifestation  of  a  person  with  autism.  In  fact,  there  is  no  such  thing  as  a  "typical" 
person  with  autism.  The  disorder  runs  the  full  spectrum  -  from  mild  to  severe  - 
and  behavioral  manifestations  can  be  very  different.  Raymond  was  indeed  an 
extraordinary  character  who  displayed  savant  abilities  with  his  phenomenal 
mathematical  aptitude  and  memory  feats.  However,  the  estimated  prevalence  of 
savant  abilities  in  persons  with  autism  is  only  ten  percent.  While  all  persons  with 
autism  have  their  own  special  strengths  and  weaknesses,  few  can  win  millions  of 
dollars  counting  cards  in  Las  Vegas. 

There  are  a  small  number  of  real-life  "Rain  Men."  But  the  full  spectram  of 
the  disorder  of  autism  affects  over  400,000  Americans  -  that  is  15  of  every  10,000 
Americans.  Autism  does  not  discriminate  -  it  affects  all  races,  ethnic  groups,  and 
knows  no  social  boundaries.  While  many  may  view  autism  as  "mysterious,"  autism 
is  NOT  rare.  It  is  the  third  most  prevalent  developmental  disability  affecting  more 
of  our  nation's  children  than  Down's  syndrome  or  muscular  dystrophy. 
Unfortunately,  the  majority  of  the  public,  including  many  professionals  in  the 
medical,  educational,  and  vocational  fields  are  still  unaware  of  how  autism  affects 
people  and  how  to  effectively  treat  persons  with  autism. 

Autism  is  a  physiological  condition  ~  a  brain-based,  neurological  disorder 
that  affects  functioning  of  the  brain.  Autism  is  NOT  a  mental  disorder,  nor  does  it 
have  a  psychological  origin.  Often  difficult  to  diagnose,  autism  typically  appears  in 
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the  first  three  years  of  a  child's  life.  The  disorder  interferes  with  the  normal 
development  of  the  brain  in  areas  of  reasoning,  social  interaction,  communication 
skills,  and  emotions.  Children  with  autism  may  become  fixated  on  a  particular 
inanimate  object.  They  may  find  it  hard  to  communicate  with  family  members  or 
other  children.  They  may  react  negatively  to  the  slightest  changes  in  daily  routines, 
and  may  be  aggressive  or  engage  in  self-injurious  behavior.  What  is  perhaps  most 
devastating  to  family  members  is  that  children  with  autism  may  have  difficulty 
expressing  emotion  -  hugs,  kisses,  smiles  and  cuddling  may  be  unwelcome  or 
unreturned. 

While  the  specific  cause  of  autism  remains  unknown,  medical  researchers  are 
continuously  exploring  and  uncovering  new  insights  into  the  disorder.  Thanks  to  the 
research  efforts  of  the  National  Institutes  of  Health,  and  specifically  the  National 
Institute  on  Child  Health  and  Human  Development  (NICHD),  the  National  Institute 
on  Deafness  and  Other  Communication  Disorders,  and  the  National  Institute  of 
Mental  Health  (NIMH),  we  now  know  that  autism  is  NOT  a  simple  behavioral 
disorder.  It  is  not  "caused"  by  bad  parenting  as  was  once  thought  --  and  no  known 
psychological  factors  in  the  development  of  a  child  have  been  shown  to  contribute 
to  the  onset  of  autism.  Instead,  current  research  shows  that  there  is  a  direct  link  to 
biological  or  neurological  deficiencies  in  the  brain. 

Exciting  new  research  efforts  have  determined  that  genetics  may  play  a 
significant  role  in  the  development  of  autism.  A  specific  gene  has  not  yet  been 
identified,  but  there  is  already  evidence  to  support  the  view  that  some  forms  of 
autism  are  genetically  based.  For  example,  research  has  shown  that  autism  is  quite 
prevalent  in  both  members  of  identical  twins  and  quite  rare  in  both  members  of 
fraternal  twins.  Since  identical  twins  come  from  the  same  egg,  they  share  100%  of 
their  genes. 

In  contrast,  fraternal  twins  share  50%  of  the  genes,  just  like  any  non-twin 
brother  or  sister.  Therefore,  the  greater  the  overlap  in  genes,  the  more  likely  both 
twins  will  be  affected.  Other  related  research  has  traced  the  incidence  of  autism  in 
children  of  parents  with  autism. 

Researchers  have  also  proposed  that  there  may  be  a  genetic  predisposition  to 
autism.  For  example,  some  researchers  have  found  a  significant  relationship 
between  prenatal  maternal  exposure  to  rubella  and  subsequent  autism  in  the  child. 
However,  not  every  fetus  exposed  to  rubella  in  utero  will  develop  autism  -  some 
are  born  blind,  some  are  born  mentally  challenged,  and  still  others  do  not  suffer  any 
problems  at  all. 

One  way  to  concepmalize  a  genetic  predisposition  is  to  envision  that  a  part 
of  the  brain  is  "fragile"  and  when  exposed  to  a  virus  or  lack  of  oxygen  the  person 
develops  autism.  An  analogy  would  be  being  bom  with  a  weak  arm.  If  there  is  no 
trauma  to  the  arm,  it  will  grow  strong  and  there  will  be  no  problems  in  the  future. 
But  if  the  weak  arm  is  damaged  or  broken  early  in  life,  the  arm  may  never  function 
properly.' 


'  Stephen  Edelson,  Ph.D..    "Genetics  and  Autism."  Center  for  the  Study  of 
Autism.  Beaverton.  OR  97005,  1995,  (from  Internet). 


Clearly,  research  into  a  possible  generic  link  to  autism  is  in  its  infancy. 
However,  most  professionals  are  quite  confident  that  someday,  we  will  understand 
the  complex  relationship  between  the  role  of  genetics  and  the  development  of  autism 
--  IF  critical  autism  research  is  funded. 

Genetic  research  may  seem  highly  technical  and  futuristic,  but  thanks  to  the 
continued  efforts  of  the  NICHD  and  NIMH,  we  are  finding  better  ways  to 
understand  the  disorder  and  help  people  cope  with  the  various  symptoms  of  the 
disability  TODAY.  Research  has  uncovered  new  treatments  that  may  help  to  lessen 
the  symptoms  of  autism  and  provide  children  and  adults  with  new  opportunities  for 
education  and  conmiunity  involvement.  This  is  truly  remarkable  when  you  consider 
that  only  a  generation  ago  90%  of  persons  with  autism  were  institutionalized  at  some 
point  in  their  lifetime! 

The  ASA  understands  that  in  these  budget-conscious  times,  the  climate  is  not 
favorable  for  increased  research  dollars.  However,  ASA  would  like  to  request  that 
Congress  provide  a  6.5%,  or  $776  million  increase  for  the  NIH  in  FY  1997,  as 
recommended  by  the  Ad  Hoc  Group  for  Biomedical  Research  and  the  Federation  of 
American  Societies  for  Experimental  Biology.  This  increase  will  enable  scientists 
to  pursue  promising  research  opportunities  and  improve  the  lives  of  millions  of 
Americans. 

In  addition,  ASA  respectfully  requests  that  the  Committee  recognize  the  need 
for  autism-specific  research  when  allocating  funds  to  the  Institutes  with  jurisdiction 
over  autism.  We  are  aware  of  the  Committee's  preference  to  limit  targeted  research 
dollars,  however,  a  balance  must  be  struck.  There  are  some  disorders,  like 
autism,  that  despite  their  widespread  prevalence  need  Congressional 
encouragement.  A  Request  For  Proposal  (RFP)  for  autism-specific  research 
projects  will  send  the  necessary  signal  to  the  scientific  community  that  autism 
research  is  a  priority. 

Last  Spring,  NIH  sponsored  a  State-of-the-Science  Conference  on  Autism. 
One  of  the  results  of  that  conference  was  a  greater  understanding  of  the  available 
research  findings.  However,  even  more  important  was  that  the  conference  showed 
us  all  of  the  research  opportunities  still  waiting  to  be  realized.  An  RFP  for  autism 
research  would  be  a  logical  next  step  and  we  urge  the  Committee  to  consider 
this  possibility. 

Autism  is  a  lifelong  disability.  The  social,  emotional  and  financial  costs 
amount  to  between  $30,000  -  $100,000  per  person,  per  year  --  millions  of  dollars 
for  each  affected  individual  over  the  course  of  a  normal  lifespan.  Given  the  high 
prevalence  rate  of  autism,  can  we  afford  NOT  to  encourage  further  research  to 
ultimately  decrease  this  per  person  dollar  amount  dramatically  and  ease  the 
emotional  and  social  hardship  to  persons  with  autism  and  their  families? 

Anyone  who  is  a  fan  of  professional  football  knows  of  the  remarkable  career 
of  Miami  Dolphins'  quarterback,  Dan  Marino.  And  if  you  are  a  regular  TV 
spectator  of  the  game,  you  have  surely  seen  the  public  service  announcement  in 
which  Dan  and  his  family  tell  the  story  of  their  son,  Michael,  who  has  autism. 
Thanks  to  early  recognition  and  prompt  intervention  and  treatment,  Michael's 


87 


progress  has  been  nothing  short  of  remarkable.  The  Marino  family's  willingness  to 
share  their  story  has  done  wonders  for  raising  public  awareness  of  autism.  By 
backing  up  this  awareness  with  increased  and  targeted  research,  there  is  real  hope 
that  one  day  ALL  children  with  autism  will  be  able  to  lead  normal,  happy,  dignified, 
and  productive  lives. 

ASA  recognizes  and  applauds  the  Committee's  long-time  commitment  to 
biomedical  research.  We  look  forward  to  working  with  the  Committee  towards 
realization  of  the  research  goals  of  the  Autism  Society  of  America. 


STATEMENT  OF  GARY  C.  SCHOENWOLF,  Ph.D.,  ON  BEHALF 
OF  THE  AMERICAN  ASSOCIATION  OF  ANATOMISTS 

Mr.  Chairman  and  distinguished  members  of  the  subcommittee: 

I  am  Gary  C.  Schoenwolf,  professor  of  anatomy  and  neurobiology  at  the  University  of 
Utah  School  of  Medicine.  I  appreciate  the  occasion  to  testify  before  your  subcommittee 
on  the  fiscal  1997  appropriation  for  the  National  Institutes  of  Health  (NIH).  I  do  so  as 
President  of  the  American  Association  of  Anatomists  (AAA),  a  scientific  society  with  a 
membership  of  2,500  biomedical  researchers.  The  members  of  our  society  focus  their 
scientific  efforts  on  a  better  understanding  of  the  human  anatomy.  We  teach  and 
conduct  biomedical  research  at  all  of  the  major  universities,  research  institutes  and 
government  laboratories  in  the  United  States. 

Mr.  Chairman,  on  behalf  of  the  members  of  AAA,  I  would  like  to  thank  you  for  the 
support  and  direction  you  have  shown  on  behalf  of  basic  biomedical  research.  All  of  us 
in  the  medical  research  community  recognize  that  you  faced  unprecedented  challenges 
in  last  year's  appropriation  cycle.  We  are  truly  grateful. 

AAA's  funding  recommendations  for  fiscal  1997  are  based  on  the  outcome  of  a 
Consensus  Conference  on  Federal  Funding  in  the  Biomedical  and  Related  Life  Sciences 
sponsored  by  the  Federation  of  Societies  for  Experimental  Biology  (FASEB).  FASEB 
is  an  umbrella  organization  often  scientific  societies  consisting  of  a  total  membership 
of  43,000.  AAA  is  one  of  the  ten  scientific  societies  that  make  up  FASEB. 

Let  me  briefly  highlight  our  recommendations  for  NIH  in  the  new  fiscal  year  beginning 
on  October  1 : 

•  Appropriations  level:  $12.72  billion,  a  6.5%  increase  over  Fiscal  1996. 

•  Research  Projects  grants:  The  success  rate  for  new,  investigator-initiated 
research  project  awards  should  be  raised  from  the  current  level  (17.6%  in  FY 
1995)  to  30%. 

•  Training:  Stipend  levels  of  predoctorals  and  postdoctorals  should  be  increased 
by  $2,000  from  their  present  levels  of  $10,008  and  $19,608  respectively, 
provided  that  this  increase  does  not  compromise  the  total  number  of  trainees  and 
is  not  accomplished  at  the  expense  of  investigator-initiated  ROl  grants. 

•  Shared  Instrumentation:  Funding  for  the  shared  instrumentation  program  should 
be  increased  by  $10  million  to  a  leyel  of  $30.6  million. 


•  Request  for  Applications  (RFAs)  and  Request  for  Proposals  (RFPs):  NIH  should 
greatly  reduce  the  use  of  these  instruments.  NIH  can  indicate  areas  of  special 
priority  by  issuing  Program  Announcements. 

•  SBIRs:  Congress  should  insist  that  NIH  impose  the  same  high  standards  of 
quality  for  ftmding  SBIRs  as  ROls. 

Mr.  Chairman  and  distinguished  members  of  the  subcommittee,  I  believe  that  we  are  on 
the  threshold  of  a  very  exhilarating  time  in  biomedical  research.  Magnificent 
opportunities  are  now  at  hand  because  diseases  long  thought  to  be  beyond  the  reach  of 
the  health  care  system  are  yielding  to  studies  conducted  by  investigators  like  myself.  In 
my  own  field,  developmental  biology,  spectacular  progress  has  been  made  in  the  last 
decade,  progress  that  is  already  directly  leading  to  the  goal  of  eliminating  birth  defects. 
Two  important  findings,  which  emanated  from  basic  research,  will  be  highlighted. 
First,  is  the  study  of  folic  acid  metabolism  and  its  important  role  in  processes  such  as 
cell  replication  and  synthesis.  These  studies  prompted  the  use  of  folic  acid 
supplementation  during  pregnancy  and  the  demonstration,  through  research  funded 
recently  by  the  NIH,  of  the  beneficial  effects  of  such  supplementation.  Folic  acid 
supplementation  dramatically  reduces  (by  30-50%)  the  incidence  of  open  neural  tube 
defects,  birth  defects  such  as  spina  bifida,  which  afflict  35,000-40,000  babies  in  the 
United  States  each  year.  Folic  acid  supplementation  alone  can  reduce  the  incidence  of 
spina  bifida  by  one-third  to  one-half  and  may  also  be  effective  in  decreasing  a  wide- 
range  of  other  serious  birth  defects.  Aside  from  the  main  objective  of  greatly  reducing 
human  physical  and  emotional  suffering,  decreasing  the  incidence  of  children  having 
serious  birth  defects  such  as  spina  bifida  has  tremendous  financial  savings.  A  child 
bom  with  spina  bifida  will  incur  hundreds  of  thousands  of  dollars  of  health  care  costs 
during  his  or  her  life. 

A  second  area  of  unparalleled  progress  is  in  the  demonstration  of  shared  developmental 
control  genes  in  organisms  as  diverse  as  flies  and  humans.  For  this  finding,  along  with 
discovering  how  to  mutate  genes  at  will  to  study  their  function  during  development,  the 
Nobel  Prize  in  Medicine  was  awarded  to  three  of  my  colleagues  in  developmental 
biology  (Lewis,  Nusslein-Volhard.  and  Wieschaus).  Findings  such  as  the  two  I  have 
highlighted,  have  revolutionized  the  field  of  developmental  biology  and  have  given  us 
hope  for  the  first  time  that  the  complete  elimination  of  birth  defects  is  within  our  grasp. 
Hampering  progress  at  this  critical  juncture  through  insufficient  funding  for  biomedical 
research  means  that  achieving  this  important  goal  will  be  substantially  delayed,  and 
children  will  continue  to  be  bom  with  life-threatening  and  severely  disfiguring  birth 
defects. 

Other  NIH-supported  biomedical  researchers  have  recently: 

•  Identified  human  genes  that  predispose  persons  to  the  development  of  breast  and 
colon  cancer. 

•  Discovered  mutations  in  genes  that  suppress  the  emergence  of  tumors. 

•  Developed  a  vaccination  for  Varicella,  commonly  called  Chicken  Pox. 

•  Advanced  our  knowledge  of  natural  mechanisms  that  control  HIV  growth  by 
study  of  HIV-infected  individuals  who  have  survived  for  more  than  10  years. 

Mr.  Chairman,  I  am  here  before  you  today  mainly  because  of  my  deep  concern  that 
without  the  dedicated  efforts  of  members  such  as  yourself,  many  of  these  new 
opportunities  will  be  lost.  As  you  know,  investigator-initiated  research  is  the  engine 
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that  drives  progress  in  the  biomedical  sciences.  The  fiinds  awarded  to  individual 
scientists  through  the  NIH  ROl  grant  program  over  the  last  50  years  have  enabled  U.S. 
scientists  to  make  the  discoveries  that  have  advanced  medical  knowledge  and  improved 
health  care.  Competition  for  these  resources  have  reached  unprecedented  levels  and  in 
FY  1995  only  one  in  every  six  creditable  grant  applications  was  funded  by  the  NIH. 
This  circumstance  has  restricted  the  entry  of  new  scientists  who  practice  basic  and 
applied  research,  endangers  our  long-standing  investment  in  established  programs,  and 
has  checked  our  scientific  headway  at  a  time  when,  as  I  said,  the  opportunities  for 
progress  are  greater  than  at  any  time  in  history.  While  we  are  aware  that  NIH  is 
currently  hard  at  work  trying  to  improve  this  predicament,  AAA  advocates  that  the 
success  rate  for  new,  investigator-initiated  research  project  awards  be  boosted  from  the 
current  level  (17.6%  in  FY  1995)  to  30%.  At  least  one-third  of  the  NIH  grant 
applications  merit  funding  because  they  are  of  excellent  quality.  Not  funding  them 
means  missing  critical  and  perhaps  unique  occasions  for  medical  progress. 

We  also  emphatically  endorse  FASEB's  recommendation  of  a  6.5%  increase  in  funding 
for  the  National  Institutes  of  Health.  The  need  for  these  funds  is  real.  I  can  assure  you 
that  the  money  would  be  well-spent. 

The  future  of  advancement  in  medical  research  is  as  much  dependent  on  the  education 
of  new  scientists  as  it  is  upon  funding.  Undoubtedly,  the  U.S.  system  of  graduate 
education  is  preeminent  and  has  greatly  contributed  to  our  world  leadership  in 
biomedical  science.  We  believe  that  the  ability  to  educate  the  next  generation  of 
scientists  must  remain  a  national  priority  in  order  for  our  country  to  realize  the  benefits 
of  our  recent  progress  in  research. 

In  its  1994  report  on  Biomedical  and  Behavioral  Research  Personnel,  the  National 
Research  Council  called  for  "realistic"  stipends  for  NIH  trainees  and  fellows.  AAA 
shares  this  view  and  believes  that  current  stipend  levels  for  NIH  trainees  and  fellows  are 
insufficient  to  preserve  the  quality  and  effectiveness  of  these  programs.  Mr.  Chairman, 
currently  all  predoctoral  students  and  many  post-doctoral  fellows,  despite  their  higher 
education  and  training,  earn  less  than  a  technical  assistant  with  a  bachelor's  degree. 
Therefore  AAA  suggests  that  stipend  levels  of  predoctorals  and  postdoctorals  be 
increased  by  $2,000  from  their  present  levels  of  $10,008  and  $19,608  respectively, 
provided  that  this  augmentation  does  not  compromise  the  total  number  of  trainees  and  is 
not  accomplished  at  the  expense  of  investigator-initiated  ROl  grants. 

Research  is  also  crucially  dependent  on  sophisticated  instrumentation.  Since  the  early 
1980's  NIH  has  supported  the  cost-effective  sharing  of  state-of-the-art  scientific 
instruments  (such  as  automated  DNA  sequencers,  confocal  microscopes  or  capillary 
electrophoresis  machines)  through  its  Biomedical  Research  Support  Shared 
Instrumentation  Grant  Program.  Funding  levels  for  this  program  were  decreased 
significantly  in  1992  when  the  earmarked  amount  for  the  program  dropped  from  $32.5 
million  to  $8.7  million.  Correcting  for  inflation,  there  has  been  no  growth  in  the 
program  since  that  time.  Therefore  in  order  to  return  this  program  to  pre- 1992  levels  of 
funding,  AAA  recommends  that  funding  for  the  shared  instrumentation  program  be 
increased  by  $10  million  to  a  level  of  $30.6  million. 

All  of  the  issues  that  I've  addressed  require  tax  payer  dollars.  Yet,  as  an  American  tax 
payer  and  a  scientist,  1  am  very  much  aware  of  the  need  to  use  the  money  appropriated 
to  biomedical  research  more  productively.  Here  are  some  proposals  to  increase  our 
"bang  for  the  buck": 
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Mr.  Chairman,  as  you  know,  requests  for  applications  (RFAs)  may  be  launched  by  NIH 
in  response  to  a  Congressional  directive  or  in  answer  to  an  institute's  wish  to  foster  an 
area  of  science  related  to  its  mission.  The  use  of  RFAs  increased  over  the  past  decade 
from  5.7%  of  the  NIH's  budget  in  FY  1986  tol4.9%  in  FY  1995.  In  FY  1994,  over  20% 
of  the  ROl  grants  were  alloted  in  response  to  RFAs.  At  the  same  time,  there  has  been  a 
corresponding  decline  in  the  success  rates  of  unsolicited  investigator-initiated  research 
grant  applications. 

Grants  introduced  in  response  to  an  RFA  are  often  evaluated  by  ad  hoc  review  groups, 
and  RFAs  are  often  armounced  with  very  short-term  deadlines,  which  increase  the 
administrative  costs  of  review  and  most  importantly  limit  the  applicant  pool.  The 
American  Association  of  Anatomists  is  concerned  that  RFAs  may  not  provide  the  most 
effective  or  practical  means  for  furthering  and  supporting  new  research. 

NIH  solicits  research  and  development  contracts  with  RFPs  when  a  definite  product  or 
outcome  can  be  specified.  In  FY  1994,  NIH  issued  1,270  R&D  contracts  for  a  total  of 
$754.6  million.  This  represents  6.9%  of  the  total  NIH  budget.  Therefore,  with  regard  to 
RFAs  and  RFPs,  AAA  recommends  that: 

•  NIH  should  greatly  reduce  the  use  of  RFAs.  As  I  mentioned  in  my  earlier 
remarks,  NIH  can  demonstrate  areas  of  special  priority  by  using  Program 
Announcements. 

•  Solicited  research  grants  should  be  given  a  designation  other  than  "ROl "  so  that 
it  will  be  possible  to  distinguish  them  readily  from  unsolicited  proposals. 

•  Given  the  current  fiscal  constraints,  NIH  should  make  judicious  use  of  RFPs  and 
the  contract  mechanism. 

Mr.  Chairman,  with  five  out  of  six  NIH  grants  ending  up  unfunded,  any  mandated 
programs  are  a  worry  for  those  of  us  on  the  front-lines  of  biomedical  research.  As  you 
know,  fixed  percentages  of  the  NIH  extramural  budget  are  reserved  by  law  for  two 
small  business  set-aside  programs,  SBIR  and  STTR.  Currently,  NIH  is  required  to 
award  2.0%  of  its  extramural  budget  as  SBIR  grants.  In  FY  1995,  the  NIH  budget  for 
SBIR/STTR  grants  and  contracts  was  $182.9  million.  Rapid  gro\yth  of  these  set-aside 
programs  in  recent  years,  combined  with  the  requirement  that  NIH  must  award  these 
funds,  has  resulted  in  the  support  of  many  proposals  with  substandard  priority  scores. 
Such  scores  would  indicate  that  some  funded  SBIR  proposals  are  weaker  than 
traditional  ROl  research  projects  that  go  unftinded.  The  GAO  noted  that  during 
FY1991-FY1993,  NIH  funded  28%  of  all  SBIR  applicafions.  This  was  much  higher 
than  the  success  rate  for  new,  unsolicited  ROl  applications,  which  declined  from  20.3% 
to  1 5.4%  during  the  same  period. 

The  mandated-set-aside  for  the  SBIR  program  is  scheduled  to  increase  from  2.0%  to 
2.5%  in  FY1997.  At  the  current  ftmding  level,  approximately  $46  million  in  additional 
funds  would  have  to  be  set  aside  in  the  NIH  budget  for  this  program.  Mr.  Chairman, 
taking  the  average  cost  of  an  NIH  ROl  grant  as  $220,000,  that  $46  million  dollars  would 
ftind  over  200  ROl  investigator-initiated  grants.  Given  the  urgent  need  to  spend  our  tax 
dollars  as  productively  as  possible,  our  position  is  that  the  future  of  the  nation's  health 
simply  cannot  afford  the  cost  of  this  new  unftmded  mandate. 

We  therefore  recommend,  that: 

•  Until  doubts  about  the  merit  of  SBIR  research  supported  by  NIH  are  addressed, 
the  SBIR  share  of  NIH's  research  portfolio  should  be  held  at  2.0%. 
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•  Congress  should  maintain  that  NIH  impose  the  same  high  standards  of  caliber 
for  funding  SBIRs  as  for  ROls.  SBIR  grants  should  be  funded  only  when  they 
receive  peer  review  scores  that  are  the  same  or  better  than  those  for  funding  ROl 
grants. 

•  Congress  should  relieve  NIH  of  the  burden  to  award  a  fixed  percentage  of  its 
extramural  budget  for  SBIR  grants.  Any  unspent  funds  should  revert  to  NIH's 
ROl  research  grant  funding  pool. 

Mr.  Chairman  and  distinguished  members  of  the  Subcommittee,  there  is  no  doubt  that 
the  scientific  research  that  is  performed  by  U.S.  researchers  and  supported  by  the  NIH  is 
the  finest  in  the  world.  Unfortunately,  the  prognosis  for  the  future  of  American 
biomedical  research  is  a  risky  one.  No  longer  are  real  scientific  accomplishments 
limited  simply  by  a  research  investigator's  inspiration  and  imagination.  Instead,  the 
fijnding  shortfall  is  resulting  in  lost  opportunities-  opportunities  which  may  improve 
the  quality  of  life  for  every  American.  Our  scientific  peer-review  system  is  handicapped 
by  circumstances  in  which  there  are  insufficient  funds  to  support  the  finest  biomedical 
research.  How  can  one  distinguish  among  three  equally  superb  grant  proposals?  Clearly, 
the  ROl ,  investigator-initiated  grant  system  must  be  protected,  even  in  these  times  of 
budgetary  restraints.  By  not  forcing  unfunded  mandates  upon  NIH,  Congress  can  take 
an  important  step  in  the  direction  of  protecting  the  future  health  of  American  biomedical 
research.  In  so  doing.  Congress  will  ensure  that  our  society  can  benefit  from  a  wise 
investment  in  NIH  funded  research  in  the  coming  years.  Thank  you  for  your  time. 


STATEMENT  OF  THE  HELEN  KELLER  NATIONAL  CENTER 
FOR  DEAF  BLIND  YOUTH  AND  ADULTS 

On  behalf  of  thousands  of  children,  young  people,  and  adults 
who  arc  both  deaf  and  blind,  the  Helen  Keller  National  Center 
(HKNC)  urges  this  Committee  to  recommend  an  appropriation  for 
FY  1997  at  a  level  which  will  enable  HKNC  to  begin  to  respond  to 
the  statutory  requirements  recently  imposed  upon  it- -not  less  than 
$7.5  million.  This  is  a  five  percent  increase  over  current  funding. 
It  is  a  very  small  Eimount  in  Federal  budgetary  terms,  but  it  will 
enable  hundreds  of  deaf-blind  Americans  to  live  independently, 
even  to  be  employed  in  productive  jobs.  Deaf -blindness  is  by  any 
measure  one  of  the  most  devastating  and  most  severe  of 
disabilities.  The  number  of  deaf-blind  Americans  is  increasing 
substantially  on  both  ends  of  the  age  spectrum:  In  children,  and  in 
the  elderly  population.  The  reduction  of  dependency  and  the  huge 
cost  burden  such  dependency  requires,  results  in  a  human  and 
financial  benefit  that  is  incalculably  greater  than  an  appropriation 
of  $75  million.  The  expenditure  of  this  modest  funding  saves 
many  times  that  amount  in  Federal.  State,  and  local  funds. 

Background 

The  Helen  Keller  National  Center  is  established  by  Federal 
statute  and  is  funded  primarily  through  Federal  appropriations, 
and  secondarily  through  State  agency  fee  payments  and  corporate 
and  individual  donations.  Its  mission  is  unique  in  the  Nation  and. 
we  believe,  in  the  world:  HKNC  provides  diagnostic  evaluation, 
comprehensive  rehabilitation,  training,  job  preparation,  and 
placement  services  for  individuals  who  are  both  deaf  and  blind. 
HKNC  also  conducts  research,  and  provides  a  national  program  of 
technical  assistance  and  training  to  States  and  service  agencies. 


92 


From  its  headquarters  in  Sands  Point.  Long  Island.  New  York,  the 
Helen  Keller  National  Center  administers  a  national  network  of  42 
affiliate  agencies,  under  which  agencies  are  provided  financial 
support  and  technical  assistance  by  HKNC  to  serve  deaf-blind 
children,  youth,  and  adults  in  their  own  home  States.  HKNC  also 
has  embarked  on  a  major  initiative  to  establish  a  national  registry 
of  deaf -blind  individuals  so  that  services  to  such  individuals 
throughout  the  Nation  can  be  properly  assessed. 

Congressionally  Mandated  Responsibilities 

The  mission  and  responsibilities  of  the  Helen  Keller  Nationsil 
Center,  established  by  Congress  in  1967,  have  expanded  over  the 
years.  In  1992  the  Helen  Keller  National  Center  Act  was  extended 
and  amended.  Additional  responsibilities -and  additional  costs- 
were  imposed  on  HKNC.  For  example,  the  Center  is  now  required 
to  train  family  members  of  individuals  who  are  deaf-blind.  The 
definition  of  deaf -blindness  was  expanded  in  the  1992 
amendments.  The  anticipated  result  is  the  opening  up  of  the 
rehabilitation  system  to  serving  additional  deaf-blind  clients. 

Congress  also  created  an  endowment  fund  for  HKNC. 
providing  for  a  federal  match  of  money  from  sources  other  than 
federal  appropriations.  The  endowment,  therefore,  could  help 
defray  some  of  the  appropriation  burden.  Apart  from  regular  and 
preventive  maintenance,  HKNC's  physical  plant  has  not  been 
refurbished  since  its  inception  a  quarter  century  ago.  Although 
national  budget  constraints  probably  would  make  infeasible  the 
much-needed  modernization  of  HKNC's  facilities,  it  is  imperative 
that  sufficient  funds  be  provided  to  bring  the  HKNC  residential 
campus  into  conformity  with  Americans  with  Disabilities  Act 
standards  for  accessibility.  Over  the  past  three  years  Congress  has 
appropriated  funds  for  HKNC  in  the  amounts  requested  in  the 
President's  budget:  unfortunately,  these  amounts  have  not  even 
been  sufficient  to  offset  the  costs  of  inflation. 

Specific  Program  and  Funding  Requirements 

If  it  is  to  begin  to  be  responsive  to  the  statutory 
requirements  imposed  by  the  1992  amendments,  and  to  maintain 
its  current  level  of  services  to  deaf -blind  youths  and  adults,  HKNC 
must  have  adequate  resources.  We  respectfully  request  this 
Committee  and  the  new  Congress  to  accord  HKNC  a  high  priority 
for  federal  support,  and  to  appropriate  a  modest  $7.5  million  to 
the  Center  for  the  next  fiscal  year.  Justification  for  the  increase  is 
set  forth  below: 

Fcmily  Training.  Providing  training  and  support  to  fcimilies  is 
extremely  effective  in  enabling  them  to  acquire  necessary  services 
for  the  deaf-blind  family  member.  Since  the  family  often  must 
serve  as  case  manager,  advocate,  and  primary  care  provider,  such 
training  eliminates  the  cost  of  supporting  habilitation  and 
rehabilitation  positions  in  state  agencies.  Currently  HKNC 
supports  parent  organizations  in  28  States  and  Puerto  Rico,  and 
provides  a  vital  communications  link  to  about  2,000  parents. 


93 


Parent   training  transportation   and  coordination    has   had   to   be 
deferred  because  of  a  lack  of  funds. 

Increased  Service  Needs.  Four  important  factors  have 
merged  to  create  additional  pressures  to  expand  HKNC's  services. 
There  are  between  9.000  and  10.000  deaf-blind  children  under 
the  age  of  22- -the  greatest  number  in  our  history- -who  will  need 
such  services.  The  definition  of  deaf-blindness  in  HKNC's  enabling 
legislation  was  expanded  to  include  those  with  progressive  vision 
and /or  hearing  loss  leading  to  deaf- blindness,  as  well  as  individusils 
who  cannot  be  tested  by  traditional  methods,  but  who  are 
functioning  as  deaf-blind.  A  cooperative  agreement  was  recently 
executed  by  the  Rehabilitation  Services  Administration,  Council  of 
State  Administrators  of  Vocational  Rehabilitation,  the  American 
Association  of  the  Deaf-Blind,  and  HKNC,  under  which  the  parties 
agreed  to  a  model  state  plan  for  deaf- blind  services.  This  will 
result  in  a  statewide  approach  to  serving  people  who  are  deaf- 
blind.  If  these  developments  are  to  have  any  value  or  utility,  HKNC 
must  establish  and  maint£iin  a  national  registry  to  ensure  that  all 
deal-blind  Americans  receive  the  services  they  need. 

Endowment  Fund.  The  endowment  authorized  by  the  1992 
amendments  to  the  Helen  Keller  National  Center  Act  has  not  yet 
been  initiated,  because  the  Federal  funds  required  to  trigger  its 
establishment  have  not  been  appropriated.  We  urge  the 
Committee  to  include  a  modest  amount- -$50,000- -for  this  purpose 
in  the  FY  1997  appropriation. 

Affiliate  Network.  HKNC's  network  of  42  State  and  local 
afiiliate  agencies  is  one  of  the  most  cost-effective  programs  the 
Center  administers,  and  it  should  be  expanded  so  that  an 
additional  400  deaf-blind  clients  may  be  served  through  at  least 
two  new  affiliate  programs. 

Stciffing  and  Cost  ofUmng  Adjustment.  Because  of  the  severe 
limitations  placed  on  the  Center's  funding  over  the  past  three 
years,  key  staff  vacancies  could  not  be  filled,  and  current  services 
could  not  be  maintained.  We  urge  the  Congress  to  provide  the 
support  needed  to  hire  the  highly  trained  professionals  needed  to 
train  deaf-blind  students  one-on-one,  seven  days  a  week,  and 
sufficient  funds  to  maintain  services  at  current  levels. 

The  Aging  Poffulation.  With  the  graying  of  America,  the 
number  of  adults  55  and  older  with  age-related  hearing  loss  and 
blindness  is  increasing  rapidly.  This  population  increasingly 
requires  services  to  maintain  independence- -services  provided 
through  the  Helen  Keller  National  Center.  The  ballooning  caseload 
is  imposing  a  tremendous  burden,  both  on  the  rehabilitation 
system  and  on  HKNC. 

Conclusion 

Deaf-blindness  is  one  of  the  most  severe  of  all  disabilities. 
Most  of  us  cannot  conceive  of  living  and  functioning  in  a  world 
without  either  sight  or  hearing.    Training  for  independence,  and 
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even  employment,  for  people  who  are  deaf-blind,  is  not  only 
possible  but  is  being  accomplished,  successfully,  every  day  at 
HKNC.  Such  rehabilitation  and  training  is  extraordinarily  difficult, 
time  consuming,  and  labor-intensive. 

The  Helen  Keller  National  Center  is  the  only  organization  in 
the  United  States  which  provides,  directly  and  indirectly, 
throughout  the  country,  a  comprehensive  progrcim  of  services  and 
training  for  this  relatively  small  population  of  our  disabled  citizens, 
and  it  does  so  with  very  modest  funding  from  this  Committee  and 
the  Congress.  With  the  burgeoning  population  of  deaf-blind 
children  and  older  Americans,  it  is  becoming  increasingly  difficult 
for  HKNC  to  adequately  serve  those  who  need  our  services. 

We  respectfully,  but  urgently,  request  this  Committee  to 
continue  its  recognition  of.  and  support  for.  the  needs  of  children 
and  youth  with  the  most  severe  combination  of  disabilities,  and 
their  fcimilies.  We  ask  that  Congress  preserve  the  Nation's  modest 
but  essential  investment  in  the  Center  and  the  people  it  serves. 


STATEMENT  OF  MARCIA  S.  MABEE,  Ph.D.,  EXECUTIVE 
DIRECTOR,  COALITION  FOR  HEALTH  FUNDING 

Mr.  Chairman,  the  Coalition  for  Health  Funding  is  pleased  to  provide  the 
Subcommittee  with  a  statement  recommending  FY  1997  funding  levels  for  the 
agencies  and  programs  of  the  Public  Health  Service.  The  Coalition  is  a  twenty-five 
year  old  alliance  of  40  national  health  associations  with  a  combined  membership  of 
40  million  health  care  professionals,  researchers,  lay  volunteers,  and  consumers. 
The  Coalition  is  dedicated  to  working  with  Congress  on  behalf  of  federal  health 
discretionary  programs,  primarily  the  agencies  and  programs  within  the  PubUc 
Health  Service. 

We  sincerely  appreciate  the  strong  and  continued  support  that  you,  Mr.  Chairman, 
and  this  Subcommittee  have  given  to  health  discretionary  programs.  A  strong, 
effective  public  health  endeavor  requires  invesUnent,  as  a  nation,  in  a  continuum  of 
public  health  activity.  It  is  not  enough  to  invest  in  basic  biomedical  and  behavior 
research  if  we  do  not  also  develop  and  support  the  strategies  for  implementing  the 
discoveries  that  follow.  We  cannot  only  treat  disease  that  occurs  among  those  who 
can  afford  to  purchase  health  care  services  in  the  private  marketplace.  Disease  among 
our  most  vulnerable  populations  and  the  additional  cost  that  ensues  from  medical 
neglect  affects  us  all  sooner  or  later.  The  private  marketplace  has  yet  to  demonstrate 
it  will  train  needed  health  professions  in  short  supply,  or  place  adequate  numbers  of 
health  professionals  in  medically  underserved  rural  and  urban  areas. 

The  Coalition  for  Health  Funding  believes  the  relatively  small  proportion  of  federal 
funding  now  spent  on  public  health  is  an  important  investment  in  the  future  and 
ultimately  saves  billions  of  dollars.  Overall,  the  federal  government  paid  nearly 
$270  billion  in  Medicare  and  Medicaid  in  FY  '95.  Compare  that  amount  with  the 
$21.6  billion  that  was  spent  on  public  health  programs  during  the  same  year;  it 
represents  only  eight  percent  of  federal  Medicare  and  Medicaid  expenditures.  As  a 
proportion  of  overall  health  expenditures,  pubUc  health  activities  account  for  under 
three  percent  of  the  aggregate  amount  spent  on  health  care  in  the  United  States. 

And  yet  public  health  expenditures  are  among  the  most  cost-effective  uses  of 
taxpayer  dollars.  Millions  of  dollars  in  medical  care  costs  and  productivity  losses  are 
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saved  by  ongoing  monitoring  of  infectious  disease  and  toxic  agents  and  rapid 
response  in  community  emergencies.  Public  health  prevention  programs  are  on  the 
front  line  identifying  environmental  and  behavioral  factors  that  are  associated  with 
conditions  such  as  lung  cancer  or  heart  disease  and  developing  sU-ategies  to  protect 
communities  from  risk.  Public  health  also  targets  hard-to-reach  populations  with 
clinical  services.  Current  levels  of  immunization  prevent  millions  of  cases  of 
measles,  mumps,  and  other  diseases  that  would  otherwise  would  cost  $1.4  billion  a 
year  in  medical  care.  The  public  health  service  ensures  that  this  cost-saving 
protection  is  extended  to  our  nation's  poorest  children.  For  every  dollar  spent  on 
public  health  programs  offering  pre-natal  services  to  low-income,  uneducated 
pregnant  women,  three  dollars  are  saved  in  direct  medical  care  costs  during  an 
infant's  first  year  of  life.  Other  public  health  programs  are  effectively  reaching  the 
increased  numbers  of  individuals  with  TB,  and  through  the  application  of  what  is 
known  as  "Directly  Observed  Treatment"  they  are  reducing  the  number  of  drug 
resistant  strains  of  the  disease. 

Finally,  our  nation's  public  health  service  also  represents  our  most  important 
investment  in  the  future  through  support  of  biomedical  and  behavioral  research  at  the 
National  Institutes  of  Health.  The  United  States'  leadership  in  developing  cost- 
effective  U-eatment  and  prevention  strategies  is  the  direct  result  of  a  long-standing 
invesunent  in  basic  and  clinical  research. 

Each  year  the  Coalition  for  Health  Funding  works  with  other  national  health  alliances 
to  determine  an  appropriate  level  of  federal  support  for  health  discretionary 
programs.  For  FY  '97  the  Coalition  is  recommending  $24  billion  be  provided  to 
address  the  nation's  needs  in  the  areas  of  biomedical,  behavioral,  and  health  services 
research;  health  professions  training;  mental  health  and  substance  abuse  treaUnent 
and  prevention;  and  health  promotion  and  prevention  initiatives. 

The  following  is  a  partial  list  of  the  Coalition's  findings  and  recommendations;  the 
attached  table  provides  the  Coaliton's  recommendations  for  all  the  public  health 
agencies: 

National  Institutes  of  Health  (NIH) 

FY  1996  App.  FY  97  Pres.  Request  CHF  FY  1997  RCC. 

$  1 1 .939  billion  $  1 2.406  billion  $  1 2.7 1 5  billion 

The  Coalition  for  Health  Funding  recommends  a  FY  '97  funding  level  of  $12,715 
billion  for  NIH.  This  represents  a  6.5  percent  increase  over  FY  '96  funding  and  is 
the  professional  judgement  budget  recommendation  for  the  agency.  This  amount  of 
funding  would  help  NIH  move  toward  a  goal  of  funding  at  least  one-third  of 
competing  research  project  grant  applications  in  all  fields  of  biological,  behavioral, 
and  medical  sciences,  while  at  the  same  time  maintaining  the  integrity  of  the  peer 
review  process  in  developing  scientific  and  budgetary  priorities.  In  recent  years,  the 
number  of  approved  applications  funded  has  been  about  one  in  four,  and  in  some 
NIH  institutes,  less  than  one  in  five.  For  new  research  project  grant  applications, 
the  problem  is  even  more  critical  with  some  judged  to  be  in  the  top  10-12  percent 
going  unfunded  causing  the  loss  of  many  important  scientific  leads. 

The  professional  judgement  funding  level  would  also  allow  NIH  to  better  support  its 
clinical  research  activities  which  have  not  kept  pace  with  the  explosive  advances  in 
knowledge  or  with  current  health  care  needs.  Clinical  research  activities  both 
stimulate  and  utilize  basic  research  findings  while  working  to  understand  the 
mechanisms  that  underlie  individual  conditions,  to  study  disease  management,  to 
identify  segments  of  the  population  at  special  risk  for  diseases,  and  to  assess  health 
care  delivery. 

A  robust  and  diverse  base  of  scientific  talent  is  critical  to  ensure  the  future  success  of 
the  nation's  medical  research  efforts  and  associated  industries.  The  professional 
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judgement  funding  recommendation  would  permit  NIH  to  support  the  same  number 
of  National  Research  Service  Award  trainees  in  FY  '97  as  in  recent  years,  while 
providing  a  cost-of-living  increase  for  stipends.  It  would  also  permit  a  modest 
increase  in  MD-PhD  students  trained  under  the  Medical  Scientists  Training  Program. 
The  training  of  physician-scientists  has  proven  to  be  among  the  most  productive 
ways  to  integrate  basic  science  with  clinical  research.  Finally,  the  professional 
judgement  funding  level  for  FY  '97  would  also  permit  increased  opportunities  for 
interdisciplinary  training  and  encourage  greater  participation  by  members  of  minority 
groups  and  women  in  medical  research  careers. 

Centers  for  Disease  Control  and  Prevention  (CDC) 

FY  19%  App,  FY  97  Pres,  Request  CHFFY1997 

Rec. 

$2. 1 14  billion  $2,230  billion  $2,500  billion 

The  Coalition  for  Health  Funding  recommends  an  overall  funding  level  of  $2.5 
billion  for  the  CDC  in  FY  '97.  This  is  17  percent  more  than  FY  '96,  reflecting  the 
need  to  make  prevention  efforts  even  more  of  a  priority  when  fiscal  times  are  tight. 
The  Coalition's  recommendation  for  the  CDC  would  permit  the  National  STD- 
Related  Infertility  Prevention  Program  to  be  extended  from  the  current  19  states  to 
the  rest  of  the  nation.  This  program  provides  chlamydia  screening  and  treatment  to 
women  attending  family  planning  and  STD  clinics,  plus  their  partners,  in  four  U.S. 
Public  Health  Service  regions.  The  Coalition's  recommendation  also  would  permit 
the  Breast  and  Cervical  Cancer  Program  to  be  extended  to  every  state.  This  program 
supports  state  health  departments  in  building  a  national  infrastructure  to  provide 
education,  screening,  follow-up  and  test  quality  assurance  for  breast  and  cervical 
cancer.  Early  detection  and  follow-up  could  prevent  virtually  all  cervical  cancer 
deaths  and  more  than  30  percent  of  breast  cancer  deaths.  Delayed  detection  also 
increases  health  care  costs:  from  as  low  as  $13,800  for  cases  detected  early  to  as 
much  as  $84,000  for  advanced  cases. 

The  Coalition's  FY  '97  recommendation  for  CDC  would  assist  in  extending  the 
Diabetes  Translation  Program  to  every  state.  Diabetes  is  the  seventh  leading  cause  of 
death  in  the  U.S.  It  is  estimated  that  at  least  half  of  the  13,300  new  cases  of  diabetes 
related  end-stage  renal  disease  could  be  prevented,  saving  approximately  $240 
million  annually.  Every  state  needs  the  cost-effective  services  of  the  Diabetes 
Translation  Program.  The  Coahlion  for  Health  Funding's  recommendation  for  CDC 
would  also  support  increased  funding  for  the  TB  Elimination  Program.  Additional 
resources  would  allow  the  agency  to  make  progress  toward  the  important  goal  of 
increasing  to  90  percent  the  number  of  new,  active  TB  patients  started  on  directly 
observed  therapy  (DOT),  a  proven  effective  measure.  Additional  resources  would 
also  permit  expansion  of  the  evaluation  of  the  effectiveness  of  TB  occupational 
prevention  strategies;  increase  the  number  of  state  and  large  metropolitan  laboratories 
that  identify  mycobacterium  tuberculosis  in  clinical  specimens  and  report  results  to 
health  care  providers  within  four  days;  and  increase  targeted  screening  and 
preventive  treatment  programs  among  populations  at  high  risk  for  TB.  The 
Coalition's  FY  '97  recommendation  would  permit  increased  funding  for  a 
mutifaceled  approach  to  cardiovascular  disease  (CVD)  prevention  designed  to  reduce 
the  prevalence  of  risk  behaviors.  CVD  is  the  leading  killer  in  the  U.S.  for  both  men 
and  women  across  all  ethnic  groups.  The  Coalition's  recommendation  would  also 
provide  increased  funding  for  HIV/AIDS  prevention.  AIDS  is  now  the  leading 
cause  of  death  for  men  and  the  fourth  leading  cause  of  death  for  women  between  the 
ages  of  25  and  44. 

The  Coalition's  FY  '97  recommendation  would  also  increase  funding  for  two 
important  centers  within  CDC  whose  mission  and  effectiveness  have  sometimes 
been  misunderstood.  The  National  Institute  for  Occupational  Safety  and  Health 
(NIOSH)  combines  laboratory  and  population-based  health  research  with 
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engineering  and  behavioral  research  to  prevent  workplace  injuries  and  illness.  More 
than  50,000  Americans  died  of  work  injuries  and  diseases  last  year  and  employers 
reported  more  than  six  million  work  injuries  and  over  500,000  cases  of  occupational 
illness.  In  carrying  out  its  mission,  NIOSH  partners  with  universities,  state  and  local 
health  departments,  and  industry  which  looks  to  NIOSH  for  guidance  in 
implementing  cost-effective  workplace  safety  measures.  The  National  Center  for 
Injury  Prevention  and  Control  (NCIPC)  has  a  similar  mission  for  non-working 
populations.  Injury  is  the  leading  cause  of  death  among  children  and  adults  through 
age  44;  it  is  the  fourth  leading  cause  of  death  for  Americans  of  all  ages.  NCIPC 
collects  injury  data,  monitors  trends  in  injuries  and  develops  and  tests  strategies  for 
preventing  a  range  of  causative  factors.  Examples  include  publishing  and  distributing 
recommendations  on  use  of  bicycle  helmets;  funding  projects  in  Kansas,  Maryland, 
Oklahoma,  Minnesota  and  Arkansas  to  promote  the  use  of  smoke  detectors  and 
reduce  death  from  residential  fires;  sponsoring  studies  in  a  number  of  states  to 
develop  fair  and  accurate  criteria  to  predict  driving  ability  and  car  crashes  in  old  age, 
and  to  assess  the  association  between  certain  medical  conditions  and  medications  on 
crash  risk;  support  for  organized  systems  of  trauma  care  which  have  been  shown  to 
reduce  the  preventable  death  rate  for  seriously  injured  individuals  by  more  than  50 
percent  the  first  year  such  systems  are  implemented. 

Health  Resources  and  Services  Administration  (HRSA) 

FY  1996  App.  FY  97  Pres.  Request  CHF  FY  1997  rgc, 

$3,077  billion  $3,116  billion  $3,466  billion 

The  Coalition  for  Health  Funding  recommends  an  overall  funding  level  of  $3.4 
billion  for  HRSA  in  FY  '97,  which  is  12  percent  more  than  the  FY  '95 
appropriation.  This  requested  funding  level  would  permit  the  health  cluster  of 
programs  (i.e.,  community,  migrant,  homeless  and  public  housing)  to  continue 
services  to  over  9  million  low-income  people  in  all  50  states,  as  well  as  allow  health 
centers  to  extend  services  to  an  additional  750,000  underserved  people  in  al  least  150 
new  communities. 

The  Coalition's  recommendation  for  FY  '97  would  increase  the  number  of  primary 
health  care  providers  by  increasing  support  for  health  professions  training  programs 
under  Title  VII  and  Title  VIII  of  the  Public  Health  Service  Act.  These  programs  also 
are  geared  toward  increasing  the  number  of  health  professionals  providing  basic  and 
preventive  health  care  services  for  those  living  in  medically  underserved  areas. 

The  Coalition's  FY  '97  recommendation  includes  a  modest  three  percent  increase  for 
the  Maternal  and  Child  Health  Block  Grant.  This  increase  would  enable  expansion 
of  cost-effective  programs  such  as  those  providing  prenatal  care,  newborn 
screening,  home  visiting  and  well-child  care  for  over  16  million  pregnant  women, 
children,  and  children  with  disabilities.  Increased  funding  for  Title  V,  as 
recommended  by  the  Coalition,  would  provide  419,076  additional  children  with 
preventive  and  primary  care;  217,920  additional  women  with  reproductive  and 
prenatal  care  services;  and  45,000  additional  children  with  specialty  care  services. 

The  Coalition's  recommendation  for  FY  '97  also  permits  increases  for  ADDS  care 
and  training  programs  which  provide  vital  assistance  to  communities  and  families 
hard-hit  by  the  AIDS  epidemic.  The  Ryan  White  CARE  Act  provides  life  prolonging 
and  cost  effective  medical  and  support  services  and  prescription  drugs  to  low  income 
people  living  with  HIV  and  AIDS.  The  AIDS  Education  and  Training  Centers 
provide  critical  training  to  health  care  providers  nationwide  in  the  evolving  standard 
of  care  for  people  with  AIDS. 

Finally,  the  Coalition's  recommendation  for  FY  '97  also  provides  additional 
resources  for  Title  X  family  planning  services,  which  enable  community-based 
clinics  to  provide  basic  reproductive  health  care  to  more  than  five  million  clients  in 
over  4,000  clinics  nationwide.  Family  planning  services  improve  maternal  and  child 
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health  outcomes,  lower  the  incidence  of  unintended  pregnancy,  and  reduce  the 
incidence  of  abortion.  For  every  dollar  spent  on  family  planning  services,  more  than 
$4  are  saved  in  mandatory  federal  spending  programs. 

The  Coalition  appreciates  the  opportunity  to  provide  the  Subcommittee  with  its 
recommendations  for  FY  1997  funding  for  health  discretionary  programs  and  looks 
forward  to  working  with  the  Subcommittee  in  meeting  the  very  difficult  challenges 
ahead.  We  appreciate  that  the  budget  constraints  facing  the  Subcommittee  in  FY  '97 
are  severe.  But  we  even  more  acutely  aware  that  reducing  the  funding  for  our 
nation's  public  health  service  will  result  in  substantially  increased  costs  to  the 
taxpayer,  not  less. 

COALITION  FOR  HEALTH  FUNDING 

Discretionary  Health  Programs 
(B.A.  in  Millions  of  Dollars) 


FY    96 
Appropriation 

FY  '97 

President's 

Request 

FY    97 
CHF 
Recommen- 
dation 

Difference 
FY    96  App. 
FY    97  CHF 
Recommend. 

hrsa 

$3,077 

i3,ll6 

$3,466 

+$38$  (+12%) 

L'bO 

$2,114 

i2,»0 

$2,500 

+$386(+18.29{,) 

Nlti 

$11,939 

$12,406 

$12,715 

+$776  (+6.5%) 

SaMSHA 

HM^ 

iim 

$2,645 

+$786  (+42%) 

AHCPk 

$125 

$144 

$160 

+35  (+28%) 

6PHS* 

U1 

%% 

$63** 

+$16  (+34%) 

FDA 

$878 

$878 

$965 

+$87  (+10%) 

IHS 

a  Ml 

$J.174 

$2,15^ 

+$172  (+Wi,) 

ToTaI.  U.S. 
PUBLIC 
HEALTH 

iii,oi« 

iii,096 

$i4,A7i 

+$i,647 

(+12%) 

•  OPHS  -  Office  of  Public  Health  and  Science  within  Office  of  DHHS  Secretary 

*  Includes  fvinding  only  for:  Adolescent  Family  Life  Program;  Disease  Prevention/ 
Health  Promotion;  Minority  Health;  Physical  Fitness  and  Sports;  Office  of  Research 
Integrity;  Women's  Health;  Emergency  Preparedness 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  NURSE 
ANESTHETISTS 

The  American  Association  of  Nurse  Anesthetists  is  the  professional  association  that 
represents  over  26,000  certified  registered  nurse  anesthetists  (CRNAs),  which  is  96 
percent  of  the  nurse  anesthetists  in  the  United  States.   AANA  appreciates  the 
opportunity  to  provide  our  experience  regarding  federal  funding  for  nurse 
anesthesia  educational  programs  under  Tide  VIII,  the  Nurse  Education  Act  (NBA). 
Many  members  of  our  association  have  benefited  greatly  over  the  years  from  the 
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Title  VIII  programs,  which  in  turn  has  benefited  the  health  care  system  by  assisting 
in  the  maintenance  of  a  stable  supply  and  adequate  number  of  anesthesia  providers. 

BACKGROUND  INFORMATION  ABOUT  CRNAs 

In  the  administration  of  anesthesia,  CRNAs  perform  many  of  the  same  functions  as 
physician  anesthetists  (anesthesiologists)  and  work  in  every  setting  in  which 
anesthesia  is  delivered  including  hospital  surgical  suites  and  obstetrical  delivery 
rooms,  ambulatory  surgical  centers,  health  maintenance  organizations,  and  the 
offices  of  dentists,  podiatrists,  ophthalmologists,  and  plastic  surgeons.  Today, 
CRNAs  administer  more  than  65%  of  the  anesthetics  given  to  patients  each  year  in 
the  United  States.   CRNAs  are  the  sole  anesthesia  provider  in  75  %  of  rural 
hospitals  which  translates  into  anesthesia  services  for  millions  of  rural  Americans. 
CRNAs  are  also  front  line  anesthesia  providers  in  underserved  urban  areas. 

CRNAs  have  been  a  part  of  every  type  of  surgical  team  since  the  advent  of 
anesthesia  in  the  1800s.   Until  the  1920s,  anesthesia  was  almost  exclusively 
administered  by  nurses.  In  addition,  nurse  anesthetists  have  been  the  principal 
anesthesia  provider  in  combat  areas  in  every  war  the  United  States  has  been 
engaged  in  since  World  War  I.  Though  CRNAs  are  not  medical  doctors,  no 
studies  have  ever  found  any  difference  between  CRNAs  and  anesthesiologists  in 
the  quality  of  care  provided,  which  is  the  reason  no  federal  or  state  statute  requires 
that  CRNAs  be  supervised  by  an  anesthesiologist.  Anesthesia  outcomes  are 
affexted  by  such  factors  as  the  provider's  vigilance  rather  than  the  title  of  the 
provider. 

The  most  substantial  difference  between  CRNAs  and  anesthesiologists  is  prior  to 
anesthesia  education,  anesthesiologists  receive  medical  education  while  CRNAs 
receive  a  nursing  education.  However,  the  anesthesia  education  offered  is  very 
similar  for  both  providers  and  both  professionals  are  educated  to  perform  the  same 
clinical  anesthesia  services:  (1)  preanesthetic  preparation  and  evaluation;  (2) 
anesthesia  induction,  maintenance  and  emergence;  (3)  postanesthesia  care;  and 
(4)  peri-anesthetic  and  clinical  support  functions,  such  as  resuscitation  services, 
acute  and  chronic  pain  management,  respiratory  care,  and  the  establishment  of 
arterial  lines. 

There  are  currently  90  accredited  nurse  anesthesia  education  programs  in  the 
United  States,  94%  of  which  offer  a  master's  degree.  The  other  6%  of  programs 
are  modifying  their  curricula  to  meet  the  requirement  for  all  programs  to  offer 
master's  degrees  by  1998. 

THE  GOALS  OF  TITLE  VHI 

Title  VIII  has  supported  the  education  of  our  nation's  nurses  since  the  1960s.   It 
provides  programs  for  direct  student  assistance  as  well  as  grants  to  institutions  for 
expansion  or  maintenance  of  education.  While  initially  the  programs  focused  on 
increasing  enrollments,  in  the  mid-1970s  they  began  to  shift  toward  increasing  the 
number  of  primary  care  providers  and  increasing  the  number  of  professionals 
serving  in  rural  or  underserved  areas. 
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In  the  last  reauthorization  of  Title  VIII  in  1992,  Congress  directed  that  Title  VHI 
programs  target  funds  to  schools  placing  graduates  in  medically  underserved 
communities  and  emphasized  primary  care.  Likewise,  the  Health  Professions 
Education  Reauthorization  Act  of  1994,  which  passed  the  Senate  Labor  and  Human 
Resources  Committee  but  did  not  proceed  to  the  full  Senate,  also  identified  the 
goal  of  improving  the  distribution  of  health  professionals  in  underserved  areas. 
The  investment  in  the  education  of  nurse  anesthetists  would  assist  in  all  of  these 
goals: 

Increased  Access  to  Primary  Care 

CRNAs  are  traditionally  not  defined  as  primary  care  providers,  but  provide 
services  that  support  primary  care.  For  example,  a  facility  or  professional  that 
provides  obstetrical  care  to  pregnant  women  is  generally  recognized  as  providing 
primary  care.  Offering  an  epidural  during  labor  and  delivery  is  part  of  that 
obstetrical  care;  therefore,  the  CRNA  provides  services  that  support  primary  care, 
and  are  vital  to  the  quality  of  primary  care.  Often  the  CRNA  is  the  only  provider 
of  such  services  in  rural  areas.  Because  of  the  interdependence  between  primary 
care  and  anesthesia,  continued  federal  support  for  nurse  anesthesia  education  will 
assist  in  reaching  the  federal  goal  of  increasing  access  to  quality  primary  care 
across  the  country. 

Service  in  Underserved  or  Rural  Areas 

CRNAs  are  the  sole  providers  of  anesthesia  in  75  percent  of  rural  hospitals. 
Anesthesia  provided  by  CRNAs  allows  these  rural  facilities  to  provide  obstetrical, 
surgical,  and  trauma  stabilization  that  would  otherwise  not  be  possible  for  millions 
of  Americans  in  rural  areas.  Continued  federal  support  of  Title  Vin  programs  will 
ensure  a  stable  supply  of  CRNAs  to  rural  facilities  all  across  the  country.  In 
addition,  many  nurse  anesthesia  programs  are  located  in  medically  underserved 
urban  areas  and  produce  graduates  that  eventually  enter  practice  after  graduation  in 
these  same  communities. 

Since  the  educational  costs  of  preparing  CRNAs  are  far  less  than  those  of  preparing 
anesthesiologists,  yet  they  provide  virtually  the  same  care,  the  federal  government 
has  received  a  generous  return  on  their  investment  of  Title  Vin  funding  in  the 
education  of  CRNAs.  The  average  annual  program  cost  per  student  nurse 
anesthetist  is  $  1 1 ,74 1 .  With  the  average  length  of  a  nurse  anesthesia  program 
being  27  months,  the  total  cost  per  student  is  $26,417  ($11,741  per  year  x  2.25 
years).  In  contrast,  according  to  data  from  the  Health  Care  Financing 
Administration,  the  average  annual  cost  per  medical  resident  in  a  residency 
program  was  $84,837  in  1990.  Therefore,  the  total  cost  per  student  for  a  four  year 
anesthesiologist  residency  is  $339,400  ($84,837  per  year  x  4  years).  Therefore,  for 
the  same  cost  of  preparing  one  anesthesiologist,  you  can  prepare  at  least  10 
CRNAs. 

NURSE  ANESTHESIA  PROGRAMS  PRODUCE  STABLE  SUPPLY 

A  1994  General  Accounting  Office  (GAO)  study  on  Health  Professions  Education 
reported  that  the  overall  number  of  primary  care  physicians  providing  patient  care 
rose  by  75  percent  between  1975  and  1990;  yet,  the  population  as  a  whole  rose  by 
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only  17  percent.  The  result  has  been  a  physician  surplus,  while  a  maldistribution 
of  providers  remains.  Yet  the  same  is  not  true  for  other  professions.  The  surplus 
of  physicians  as  found  in  the  GAO  report  does  not  necessarily  translate  to  a  surplus 
of  all  providers.  Nurse  anesthesia  programs  across  the  country  have  stabilized  in 
the  number  of  graduates  produced  each  year,  averaging  approximately  900-1000 
new  nurse  anesthetists  entering  practice  annually.   In  1994  there  were  981  new 
graduates,  and  1995  produced  1045. 

Data  has  shown  that  a  continued  supply  of  1000  graduates  per  year  will  provide  the 
country  with  a  stable,  adequate  source  of  anesthesia  providers.   Ongoing  research 
by  Michael  Fallacaro,  CRNA,  DNS,  Chairman  of  the  AANA  Education 
Committee,  has  established  that  the  current  ratio  of  approximately  8.5  CRNAs  per 
100,000  population  is  adequately  meeting  societal  demands.  In  addition,  his 
research  shows  that  adding  1000  new  nurse  anesthetist  graduates  into  the  system 
each  year  through  2020  would  ultimately  result  in  a  similar  ratio  of  8.5  to  9.6 
CRNAs  per  100,000  population,  depending  on  the  average  retirement  age. 


PROJECTED  CRNAs  to  100,000  POPULATION 

Adding  1000  graduates  per  year  from  1995  to  2020 
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On  the  other  hand,  a  drop  in  the  number  of  graduates  to  800  per  year  would  result 
in  an  eventual  decrease  in  the  number  of  CRNAs  to  7.0  to  8.1  per  100,000 
population. 

In  order  to  maintain  this  number  of  graduates,  CRNA  students  need  continued 
federal  support.  Nurse  anesthesia  programs  require  a  rigorous  course  of  study  that 
does  not  allow  students  the  opportunity  to  work  outside  their  educational  program. 
Nurse  anesthesia  programs  are  virtually  all  full-time,  with  part-time  study  a  rare 
occurrence.  Therefore,  nurse  anesthesia  students  rely  heavily  on  federal  funding  to 
assist  them  in  meeting  financial  obligations  during  their  study.  Without  this 
assistance,  the  number  of  nurse  anesthesia  graduates  would  surely  decline.   A 
decline  in  the  number  of  nurse  anesthetists  would  then  result  in  a  decline  in  the 
accessibility  to  services,  primarily  in  rural  areas  that  depend  on  non-MD  providers 
for  the  majority  of  their  care. 
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PROJEC  TED  CRNAs  to  100,000  POPULATION 

Adding  800  graduates  per  year  from  1995  to  2020 
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RECOMMENDATION  FOR  FY  1997 

In  the  past,  CRNAs  had  a  $4  million  authorized  line-item  appropriation  within 
Title  VIII  which  was  divided  between  direct  student  support  in  the  form  of 
traineeships,  faculty  fellowships  to  increase  the  number  of  doctoral-prepared 
faculty,  and  toward  the  start-up  costs  and  expansion  for  nurse  anesthesia  programs. 
This  line-item  has  proven  extremely  successful  in  the  past,  and  each  year  the 
appropriation  for  nurse  anesthetists  has  been  totally  expended.   A  AN  A  would  like 
to  see  it  continue  in  the  future. 

However,  we  realize  that  Congress  is  moving  in  the  direction  of  a  consolidated 
Title  VII  and  VIII  appropriation.   AANA  understands  the  need  for  increased 
streamlining  and  administrative  reductions,  and  supports  the  effort  in  this  regard. 
AANA  would  appreciate  and  certainly  utilize  an  increase  in  funding,  but 
recognizing  the  budgetary  constraints  faced  by  this  Committee  we  would 
recommend  level-funding  for  FY  1997  for  all  health  professions  education 
programs  at  the  FY  1996  level. 

STATEMENT  OF  THE  SOCIETY  OF  TEACHERS  OF  FAMILY  MEDICINE; 
THE  ASSOCIATION  OF  DEPARTMENTS  OF  FAMILY  MEDICINE;  THE 
ASSOCIATION  OF  FAMILY  PRACTICE  RESIDENCY  DIRECTORS;  AND 
THE  NORTH  AMERICAN  PRIMARY  CARE  RESEARCH  GROUP 

Mr.  Chairman,  this  statement  is  on  behalf  of  the  listed  academic  family  medicine 
organizations  in  support  of  critical  funding  of  family  medicine  training  programs  and 
research. 


Mr.  Chairman,  you  and  your  committee  have  been  extremely  supportive  of  family 
medicine  training  programs  in  the  past.  We  appreciate  how  difficult  this  past  year  has 
been  for  the  committee  and  thank  you  for  your  continued  support  of  our  training 
programs.  We  know  the  FY97  appropriations  process  will  be  just  as  difficult,  with 
extremely  hard  choices.  We  ask  that  you  continue  to  value  the  family  medicine  training 
programs  under  Title  VII  as  federal  funds  targeted  where  they  can  do  the  most  good. 
1  am  here  today  because  we  believe  that  the  small  amount  of  funding  spent  on  Section 
747,  family  medicine  training,  of  Title  VII  is  money  well  spent.  It  is  money  that  achieves 
its  purpose  ~  the  production  of  generalist  physicians,  oMc/ones  who  serve  in  rural  and 
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urban  underserved  areas.  Moreover,  this  funding  sows  the  seeds  for  a  more  cost- 
effective  utilization  of  health  care  dollars  in  the  future. 

The  organizations  of  academic  family  medicine  ask  this  committee  to  support  these 
programs  at  a  new  authorized  and  appropriated  level  of  $87  million  for  Section  747, 
family  medicine  training,  and  maintaining  it  as  a  separate  authorization  from  other 
health  professions  training  programs.  Section  747  family  medicine  training  funds  are 
used  to  help  develop  and  maintain  an  infrastructure  for  the  production  of  family 
physicians.  Funding  is  used  for  the  establishment  of  departments  of  family  medicine 
within  medical  schools,  the  development  of  third-year  clerkships  in  family  medicine  for 
medical  students,  the  training  of  family  practice  residents,  and  development  of  teaching 
and  education  skills  for  family  medicine  faculty. 

There  is  good  justification  for  this  funding  level.  Our  recommendation  would  provide 
funds  for  60  new  residency  training  programs,  15  new  departments,  51  additional 
predoctoral  programs,  900  new  faculty  and  a  number  of  collaborative  demonstration 
projects.  This  recommendation  is  the  result  of  a  strategic  plan  for  the  fliture  needs  of 
family  medicine  developed  by  the  Academic  Family  Medicine  Organizations,  which  is 
represented  by  all  five  family  medicine  organizations.  At  the  very  least,  we  require  the 
current  FY95  levels  of  $46. 1  million  for  family  medicine  training  (within  a  combined 
authority  of  $279  million  for  all  health  professions  programs,  to  maintain  the  production 
of  needed  family  physicians. 

How  Do  We  Know  This  Title  VII  Money  Is  Well  Spent? 

Two  Government  Accounting  Office  (GAO),  reports  have  addressed  this  question.  A 
July  1994  report,  states  that  "the  programs  were  important  for  funding  innovative 
projects  and  providing  "seed  money"  for  starting  new  programs.  For  example.  Title  VII 
was  considered  important  in  the  creation  and  maintenance  of  family  medicine 
departments  and  divisions  in  medical  schools. . .  "(GAO/HEHS-94- 1 64). 

The  GAO,  in  another,  more  recent  report,  states  in  October  1994,  that  "students  who 
attended  schools  with  family  practice  departments  were  57  percent  more  likely  to  pursue 
primary  care."  In  addition,  the  report  goes  on  to  say  that  "students  attending  medical 
schools  with  more  highly  funded  family  practice  departments  were  18  percent  more  likely 
to  pursue  primary  care  and  students  attending  schools  requiring  a  third-year  family 
practice  clerkship  were  [also]  18  percent  more  likely  to  pursue  primary  care."  The 
money  spent  on  Section  747  of  Title  VII  is  directly  targeted  in  these  areas. 
(GAO/HEHS-95-9) 

Title  VII  has  helped  build  much  needed  family  medicine  training  capacity  and  quality. 
According  to  Division  of  Medicine  data.  Title  VII  grant  support  has  been  influential  in 
the  following: 

•  The  number  of  Departments  of  Family  Medicine  has  increased  25  percent  from 
88  in  1980  to  1 10  in  1995.  A  funding  preference  for  new  departments  helped 
establish  eight  new  departments  since  1992. 

•  Funds  available  for  predoctoral  clerkships  in  family  medicine  helped  increase 
family  medicine  clerkships  by  40  percent  from  57  in  1990  to  80  in  1994.  There 
are  still  approximately  fifty  schools  without  required  third-year  clerkships. 
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•  Family  practice  residency  training  programs  increased  in  number  from  388  in 

1990  to  450  in  January  of  this  year,  the  largest  expansion  in  twenty  years. 

Why  is  a  continued  and  enhanced  federal  role  necessary? 

Simply  put,  now  is  not  the  time  to  withdraw  life-line  funding  from  programs  that  are 
successfully  meeting  and  achieving  federal  policy  goals.  America  needs  family  physicians 
preferentially  to  provide  care  to  all  individuals,  from  cradle  to  grave,  in  all  areas  of  the 
country,  in  a  cost-effective,  high-quality  manner. 

There  is  a  tremendous  need  for  increased  production  of  family  physicians  and  other 
generalist  physicians  in  this  country.  Family  physicians  serve  in  rural  and  urban 
underserved  areas  in  the  same  proportion  as  the  population  which  no  other  specialty  does 
and  serve  in  health  profession  shortage  areas  and  community  and  migrant  health  centers 
more  than  other  specialists.  Family  doctors  are  especially  in  demand  in  those  sites  and 
in  managed  care  organizations.  Family  physicians  also  provide  the  most  cost-effective 
care.  Medicare  data  (most  recent  available)  show  that  the  increased  presence  of  family 
physicians  in  a  population,  greatly  reduces  costs  and  mortality. 

Although  managed  care  organizations  are  preferentially  recruiting  family  physicians,  43 
percent  of  salaried,  and  29  percent  of  capitated  plans,  report  that  it  takes  almost  one  year 
to  recruit  a  new  primary  care  physician.  A  recent  national  survey  of  family  medicine 
departments  and  residency  programs  shows  that  nearly  500  positions  in  departments  of 
family  medicine  and  family  medicine  residency  programs  were  unfilled  in  1994,  and  that 
an  additional  700  faculty  positions  will  be  created  (but  not  necessarily  filled)  over  the 
next  two  years.  (Fam.  Med.  1995;  27;  98-102). 

Although  the  need  is  great,  the  federal  government  has  instituted  conflicting  incentives 
that  have  made  it  fiscally  difficult  to  develop  a  family  medicine  infrastructure.  Medicare 
reimbursement  rates  for  procedural  services.  Medicare  reimbursement  for  graduate 
medical  education  in  a  hospital  setting,  and  the  more  than  $10  billion  dollars  a  year  spent 
on  NIH  research  all  serve  to  induce  the  academic  medical  environment  to  greatly 
produce  more  subspecialists  than  primary  care  physicians.  Given  the  current  state  of 
federal  incentives,  market  forces  alone  are  not  enough  to  bring  about  the  necessary 
changes  in  the  time-frame  needed.  There  is  ample  evidence  of  a  tremendous  unmet  need 
for  family  physicians  and  other  primary  care  physicians.  The  Physician  Payment  Review 
Commission,  Council  on  Graduate  Medical  Education,  American  Medical  Association 
and  Association  of  American  Medical  Colleges  all  advocate  increasing  the  supply  of 
generalist  physicians.  Ncfw  is  not  the  time  to  dilute,  or  diminish,  the  only  federal 
program  designed  to  produce  more  family  physicians. 

The  medical  school  environment  is  not  a  level  playing  field.  Family  medicine 
departments  and  residencies  cannot  compete  successfully,  given  their  limited  resources, 
and  limited  reimbursement  potential.  Moreover,  there  remain  approximately  1 5  schools 
without  departments  of  family  medicine  and  nearly  50  schools  without  third  year 
clerkships  in  family  medicine.  In  contrast,  internal  medicine  and  pediatrics  departments 
and  clerkships  are  found  in  all  schools.  Unlike  other  generalist  disciplines,  exposure  and 
training  in  family  medicine  is  not  yet  required  by  accrediting  bodies,  so  all  students  are 
not  yet  even  exposed  to  family  medicine  as  a  potential  career  choice. 

Family  medicine  has  not  yet  achieved  parity  with  other  primary  care  specialties  in 
medicine  or  academic  medicine.   An  average  department  of  internal  medicine  has  80 
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faculty.  The  average  pediatric  department  has  greater  than  40  faculty.  Family  medicine 
departments  average  only  12  faculty. 

Eighty  percent  of  family  practice  residency  programs  are  located  in  community  hospitals, 
half  of  which  have  no  other  specialty  residency.  This  is  a  key  reason  family  medicine 
produces  physicians  who  practice  in  all  areas  of  the  country,  but  also  one  of  the  reasons 
there  is  not  a  great  deal  of  outside  funding  available  to  these  programs.  This  is  especially 
true  because  Medicare  does  not  reimburse  hospitals  for  graduate  medical  education 
(GME)  training  that  occurs  in  the  ambulatory  setting  ~  the  hallmark  of  family  medicine 
residency  training.  Not  only  does  Medicare  GME  not  reimburse  programs  for  such 
training,  but  this  type  of  training  is  more  labor-intensive  and  more  expensive  than  in- 
hospital  training. 

Yes,  family  physicians  are  preferentially  recruited  by  managed  care,  and  yes,  hospitals 
and  medical  schools  are  also  now,  heavily  recruiting  family  physicians,  but  there  is  a 
tremendous  shortage  of  family  physicians,  particularly  in  academia  where  it  is  difficult 
to  recruit  competitively  with  the  "market  forces"  that  are  finally  raising  salaries  for 
primary  care  physicians  in  the  managed  care  sector.  We  are  currently  in  a  situation 
where  student  interest  is  growing,  at  both  the  predoctoral  and  residency  levels, 
constraining  even  further  the  resources  of  the  faculty  in  both  departments  and  residency 
programs. 

//  is  thisfaailty  role  to  which  Section  747  is  crucial.  Family  medicine  training  funds  are 
decisive  in  providing  departments  and  residency  programs  with  the  minimum  funding 
necessary  to  build  the  infrastructure  needed  to  produce  the  family  physicians  needed 
to  meet  our  tuition's  health  care  needs.  The  federal  partnership  with  family  medicine  has 
been  critical  to  the  development  of  the  discipline,  which  is  still  in  its  early  stages.  Now 
is  not  the  time  for  the  federal  government  to  withdraw  this  much  needed  support. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH  (AHCPR) 

Also  of  concern  to  the  academic  family  medicine  community  is  funding  for  the  Agency  for 
Health  Care  Policy  and  Research  (AHCPR).  AHCPR's  mandate  specifies  clinical  practice 
research  to  include  primary  care  and  practice-oriented  research.  Research  funding 
availability  is  an  important  factor  in  increasing  the  number  of  physicians  going  into  primary 
care  medicine. 

In  addition,  we  support  $25  million  in  funding  dedicated  to  primary  care  research  within 
the  Agency  for  Health  Care  Policy  and  Research.  This  money  should  be  targeted  to  the 
newly  established  Center  for  Primary  Care  Research.  This  supplemental  funding,  with 
direction  from  Congress,  will  urge  AHCPR  to  devote  increased  attention  to  primary  care 
issues. 

It  is  estimated  that  less  than  $10  million  of  the  total  federal  investment  in  medical  research 
is  awarded  to  family  medicine  principal  investigators.  This  has  precluded  family  medicine 
researchers  from  developing  vigorous  investigational  programs  to  guide  family  physicians 
and  others  in  providing  primary  care.  Consequently,  while  our  country  has  invested  in  basic 
medical  science  research  through  NTH  programs,  there  has  been  little  support  to  answer 
questions  of  major  concern  to  family  physicians  or  to  develop  clinical  applications  from  new 
basic  science  knowledge.  As  a  consequence,  physicians  in  family  practice  or  other  primary 
care  practice,  although  they  provide  the  majority  of  care  to  the  American  people,  have  had 
little  support  in  answering  research  questions  arising  from  their  own  experience. 
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Accordingly,  a  primary  care  research  agenda  is  crucial.  The  AHCPR  recently  committed 
itself  to  establishing  a  Center  for  Primary  Care  Research  within  the  agency.  Such  a  center, 
if  adequately  financed,  would  provide  new  tools  to  family  physicians  and  other  generalists 
as  they  serve  hundreds  of  millions  of  patients  each  year.  The  agenda  would  include 
research  to  improve  diagnostic  accuracy  and  streamline  the  diagnostic  process  while  at  the 
same  time  reducing  inappropriate  use  of  expensive,  unnecessary  or  potentially  dangerous 
medical  tests.  Such  research  also  would  help  primary  care  providers  and  subspecialists  to 
better  coordinate  their  efiforts  to  provide  a  continuum  of  care  to  those  patients  with  serious 
medical  problems.  Finally,  much  of  primary  care  research  focuses  on  the  development  and 
assessment  of  protocols  of  care  that  are  intended  to  make  the  best  use  of  this  country's 
strained  health  care  dollars. 

Although  a  bit  simplistic,  one  can  look  at  primary  care  research  as  research  into  the  best 
ways  to  implement  the  successes  of  biomedical  research.  In  other  words,  how  do  we  put 
the  critical  information  derived  fi-om  biomedical  research  to  use  in  the  population.  This 
mandate  to  the  agency  has  given  hope  that  much  needed  primary  care  research  would 
receive  federal  attention  and  support  and  be  able  to  provide  the  nation  with  a  great  deal  of 
information  to  help  control  costs  of  health  care  and  improve,  or  reduce,  morbidity  and 
mortality.  If  we  are  ever  to  change  the  status  quo  in  this  country  and  examine  the  root 
causes  of  expensive  and  unnecessary  medical  care,  research  in  family  medicine  and  primary 
care  is  essential.  This  research  has  no  home  elsewhere  in  the  federal  government.  We 
implore  you  to  recognize  the  need  for  such  a  home  and  support  the  Center  for  Primary  Care 
Research  with  dedicated  funding  within  AHCPR. 

RECOMMENDATIONS  FOR  FAMILY  MEDICINE  TRAINING  AND  RESEARCH 

The  Organizations  of  Academic  Family  Medicine  have  three  main  recommendations  for  the 
FY97  Labor/HHS  Appropriations  bill.  They  are  as  follows: 

•  We  ask  that  you  continue  your  support  for  family  medicine  training,  and  bring  the 
appropriations  level  for  section  747  up  to  $87  million  for  FY  1997. 

•  We  ask  the  committee  to  express,  in  its  report,  the  need  for  designated  funding  for 
family  medicine  training  programs,  even  in  light  of  a  single  authorization  for  primary 
care  training  programs. 

•  In  order  to  support  critical  practice-oriented  primary  care  research  we  are  asking 
that  an  additional  $25  million  be  targeted  to  the  new  Center  for  Primary  Care 
Research  at  the  Agency  for  Health  Care  Policy  and  Research. 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  UNIVERSITY 
PROGRAMS  FOR  PERSONS  WITH  DEVELOPMENTAL  DISABILITIES 

Chairman  Specter  and  Members  of  the  Committee: 

After  being  founded  nearly  30  years  ago,  the  University  Affiliated  Programs  (UAPs)  for 
persons  with  developmental  disabilities,  today  constitute  a  network  comprised  of  61 
federally  recognized  programs  across  the  country. 

The  main  goal  of  UAPs  is  to  target  their  activities  to  enable  service  and  support  systems 
to  have  the  capacity  and  expertise  to  support  the  independence,  productivity  and 
integration  into  the  community  of  individuals  with  developmental  disabilities  and  their 
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families,  as  well  as  to  improve  the  hedth  and  life  outcomes  for  children  with  disabilities 
and  other  special  health  care  needs  through  NIH  and  Maternal  and  Child  Health 
supported  medical  research  and  training  initiatives  which  seek  to  find  the  causes  and 
cures  for  various  developmental  disabilities. 

A  principle  means  by  which  UAPs  respond  to  these  needs  is  by  training  personnel  for 
careers  in  the  field  of  developmental  disabilities  and  chronic  health  conditions  so  they 
may  implement  community-based,  family-centered  coordinated  supports  and  services. 
UAPs  also  provide  technical  assistance  and  community  training  to  state  and  local 
service  providers.  Moreover,  they  provide  direct  services  to  individuals  wdth  disabilities 
and  their  families.  UAPs  develop  and  disseminate  information,  including  applied 
research  and  best  practices.  In  addition,  many  UAPs  operate  specialized  training 
initiatives  which  are  designed  to  provide  personnel  with  the  skills  necessary  to  support 
such  activities  at  the  community  level.  Funding  from  the  Developmental  Disabilities 
Act  provides  a  coordinated  framework  of  capacity  building  and  serves  as  a  catalyst  for 
a  coordinated  system.  This  is  one  measure  of  the  increasing  role  and  impact  UAPs  have 
in  every  state  across  the  nation. 

The  UAP  network  emerged  a  few  programs  at  a  time  in  response  to  the  availability  of 
federal  funding.  The  initial  attraction  for  a  university  to  apply  and  to  establish  a  UAP 
in  the  1 960s  was  for  construction  funds  in  which  to  conduct  clinical  training  and  applied 
research  in  health  and  related  fields.  Funding  for  staff  and  interdisciplinary  training 
soon  followed  provided  under  the  Social  Security  Act.  The  hope  for  construction  and 
interdisciplinary  training  programs  encouraged  many  applications  for  plarming  grants 
in  the  early  1970s.  The  Developmental  Disabilities  Act,  originally  authorized  during 
the  Nixon  Administration,  was  proposed  as  legislation  which  would  result  in  a  major 
step  forward,  combining  health,  social  services  and  education,  as  well  as  addressing  the 
needs  of  persons  with  developmental  disabilities  on  a  very  broad  front.  Today,  this  Act 
serves  as  the  mandate  for  continuation  of  a  program  that  works  toward  systems  change, 
capacity  building,  advocacy  and  medical  research. 

While  some  UAPs  are  over  20  years  old  and  were  specially  constructed  facilities,  others 
have  been  established  only  within  the  last  few  years  and  represent  a  very  different  type 
of  service  model  and  program  emphasis.  Each  UAP  responds  to  the  priorities  and  needs 
of  the  local  and  state  populations  and  is  designed  to  build  upon  the  strengths  of  the 
university,  college,  or  hospital  in  which  it  is  located.  Although  no  two  programs  are 
identical,  they  have  certain  common  objectives. 

Interdisciolinarv  Training 

In  order  for  individuals  with  developmental  disabilities  to  have  a  greater  opportunity  to 
live  independent  and  productive  lives  in  their  own  communities,  they  must  have  access 
to  appropriately  trained  support  personnel.  Unfortunately,  there  continue  to  be  critical 
shortages  of  well-trained  professionals,  including  occupational  and  physical  therapists, 
speech-language  pathologists,  nutritionist  educators,  doctors  and  nurses.  Furthermore, 
quality  trained  personnel  in  the  areas  of  individual  support,  family  support,  community- 
based  supported  living,  assistive  technology,  consumer  empowerment  and  aging  are 
needed  and  UAPs  are  there  to  provide  the  training. 
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In  order  to  address  these  shortages  and  help  successfully  implement  Congressional 
legislation,  UAPs  have  focused  on  crafting  training  programs  throughout  the  life  span. 
For  example,  in  order  to  help  children  vvdth  disabilities  be  ready  to  learn  by  elementary 
school  age,  UAPs  developed  training  programs  for  personnel  to  work  wdth  children  aged 
0-3  and  3-5.  This  training  model  has  helped  to  implement  the  Individuals  v^ath 
Disabilities  Education  Act  (IDEA)  and  has  proven  very  successful.  Similarly,  UAPs 
have  crafted  training  programs  to  help  implement  the  Older  Americans  Act  and  the 
Technology-Related  Assistance  Act. 

UAPs  are  actively  engaged  in  a  fundamental  change  of  the  system  ~  away  from  training 
professionals  to  provide  specialized  services  in  segregated  settings  —  toward  training 
professionals  to  work  in  partnership  with  individuals  with  developmental  disabilities  in 
their  communities.  This  shift  from  segregated  settings,  at  a  cost  of  $60  -  100  thousand 
dollars  per  person  per  year,  to  preserving  people  in  their  homes,  schools,  communities, 
and  places  of  employment,  can  save  millions  of  dollars  and  helps  people  with 
disabilities  live  valued,  productive,  independent,  quality  lives. 

Example:  To  address  the  shortages  of  related  services  providers  in  communities  across  Oklahoma,  the 
Oklahoma  UAP  developed  a  graduate  course  "Collaborating  for  Change"  that  trains  related  services 
providers,  such  as  physical  and  occupational  therapists,  to  work  in  collaboration  with  teachers  and 
families.  The  course  is  co-taught  by  University  of  Oklahoma  Physical  Therapy  faculty,  UAP  Special 
Education  faculty  and  a  parent  of  a  child  with  disabilities. 

Exemplarv  Service  and  Outreach  Training 

UAPs  also  provide  family  and  individual  support  services,  as  well  as  personal 
assistance,  clinical,  health,  prevention,  education,  vocational,  and  other  services.  This 
support  could  include  training  the  staff  who  would  provide  the  necessary  early 
intervention  services  as  well  as  in-home  parent  training  and  parent  counseling  which 
would  help  a  child  with  a  severe  disability  live,  grow,  and  learn  with  his  or  her  family 
in  their  own  home  and  community. 

Example.  The  UAP  in  Illinois  developed  assessment  tools  that  have  been  used  to  facilitate  the  transfer 
of  80  persons  with  developmental  disabilities,  who  were  inappropriately  placed  in  nursing  homes,  to 
more  appropriate  community  settings.  To  support  this  process,  the  UAP  also  operates  one  of  the  largest 
family  support  and  diagnostic  clinical  programs  in  the  Midwest. 

Technical  Assistance  and  Supports 

UAPs  provide  support  to  individuals  with  developmental  disabilities  in  their 
communities  through  the  provision  of  technical  assistance  and  community  training.  For 
many  UAPs,  it  is  the  technical  assistance  activities,  as  opposed  to  the  provision  of  direct 
services,  that  has  had  the  greatest  impact  on  ensuring  that  existing  state  and  local  service 
delivery  systems  can  adequately  respond  to  the  needs  of  people  with  developmental 
disabilities.  In  this  regard,  UAPs  do  not  duplicate  existing  services,  rather  they  work 
to  ensure  that  existing  services  are  equipped  to  serve  people  with  developmental 
disabilities.  The  faculty  and  staff  expertise  located  at  UAPs  is  brought  to  bear  in  an 
effort  to  respond  to  the  changing  needs  of  individuals  with  disabilities. 
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Example:  In  1992,  the  UAP  at  Temple  University  in  Philadelphia  began  implementing  Pennsylvania 's 
Initiative  on  Assistive  Technology  (PI AT).  This  initiative  established  a  statewide  system  to  provide 
needed  assistive  technology  services  and  equipment,  through  a  direct  loan  program,  to  all  citizens  with 
disabilities  in  the  Commonwealth. 

Leadership 

UAPs  are  expected  to  provide  leadership  to  the  field  of  developmental  disabilities,  to 
initiate  new  service  models,  to  evaluate  current  efforts,  to  determine  their  efficiency,  and 
to  address  new  initiatives  and  changes  as  the  developmental  disabilities  field  advances. 
Some  of  these  advances  have  included  programs  in  the  areas  of  supported  work,  early 
intervention  services,  assistive  technology  and  AIDS  research.  Much  of  the  training 
material  for  new  initiatives  such  as  these  has  been  developed  in  the  UAPs  and  made 
available  at  the  national  level  for  service  agencies  to  utilize. 

Example:  The  Mailman  Center  for  Child  Development.  Florida's  UAP,  in  collaboration  with  the 
University  of  Miami  Ear  Institute,  has  assumed  national  leadership  in  the  surgical  placement  of  cochlear 
implants  in  children  with  hearing  impairments.  Studies  have  found  that  the  hearing  of  children  who 
receive  these  implants  improved  significantly,  allowing  them  to  live  more  independently  in  their  home 
communities. 

Funding  for  the  UAPs 

The  Administration  on  Developmental  Disabilities  (ADD)  provides  core  administrative 
support  to  the  UAPs.  These  funds  are  used  as  seed  money  to  pursue  grants  and  contracts 
from  other  sources  thereby  acting  as  a  catalyst  for  building  a  coordinated  system.  This 
relationship  with  other  funding  sources  ensures  that  UAPs  are  consumer  responsive  in 
three  ways:  1)  UAPs  must  remain  on  the  cutting  edge  of  policies  and  initiatives  in  order 
to  successfully  secure  grants  and  contracts;  2)  a  UAP  must  demonstrate  to  the  host 
university  and  to  individuals  with  developmental  disabilities  in  the  community  at  large 
that  the  program  is  actively  engaged  in  improving  opportunities  for  greater 
independence,  productivity  and  integrations  into  the  community  of  individuals  with 
developmental  disabilities,  and  3)  by  contracting  with  other  agencies,  UAPs  act  as  a 
bridge  between  the  service  programs  and  the  community.  In  addition,  this  process 
provides  direct  hands-on  experience  for  university  staff  where  they  gain  unique  insights 
on  how  systems  operate  and  can  be  improved. 

Although  the  UAP  network  receives  a  very  minimal  level  of  federal  funds  through 
appropriations  to  the  developmental  disabilities  program,  this  support  is  extremely 
powerful.  UAPs  are  state-federal  partnerships.  More  than  29  percent  of  the  money 
which  funds  UAPs  comes  from  the  states.  Most  of  the  federal  money  is  in  short-term 
research,  demonstration,  and  training  projects  which  benefit  the  state  as  well  as  the 
nation  in  developing  new  cutting-edge  approaches  to  address  the  needs  of  persons  with 
disabilities  in  our  nation.  The  ADD  is  a  small  source  of  fiscal  support  to  UAPs,  but  it 
is  the  most  critical  funding  in  that  it  gives  them  their  identity  and  focus.  Without  such 
funding,  UAPs  would  break  apart  into  sundry  projects,  each  doing  their  own  thing,  and 
the  focused  approach  to  the  needs  of  people  with  disabilities  in  state  service  agencies 
and  in  the  national  agenda  towards  independence  and  efficiency  would  be  lost. 
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The  American  Association  of  University  AfTiliated  Programs  (AAUAP)  therefore 
recommends  that  $20.0  million  be  provided  for  the  UAP  system  in  FY  1997.  This 
number  represents  level  funding  based  on  FY  1995  with  a  CPI  increase  built  in  for 
inflation.  Additionally,  the  AAUAP  recommends  that  $705  million  be  provided  for 
the  Maternal  and  Child  Health  Block  Grant. 

The  federal  investment  in  UAPs  through  ADD  is  very  minimal,  but  the  impact  by 
bringing  to  bear  the  resources  of  the  university  and  other  funding  sources  at  the  state  and 
national  levels  to  address  developmental  disability  problems  is  very  significant.  With 
federal  support,  UAPs  can  continue  to  not  only  provide  leadership  on  cutting-edge 
issues  such  as  supported  work,  early  intervention,  assistive  technology  and  AIDS 
research,  but  can  continue  to  resolve  complex  challenges  in  understanding  and  serving 
people  with  severe  cognitive  and  behavioral  problems  and  to  develop  innovative  and 
effective  ways  to  support  these  individuals  to  achieve  greater  independence  and 
productive  lives.  The  results  of  these  developments  contribute  not  only  to  the  growth 
and  development  of  each  person,  but  also  to  a  much  more  cost  effective  support  system 
that  emancipates  people  from  dependency  upon  public  supports. 

As  the  nation  moves  further  in  the  direction  of  state/local  decision-making,  UAPs  will 
be  more  important  than  ever  as  existing  community  programs  depend  on  UAPs  to 
supply  them  with  well-trained  professionals  and  to  ensure  that  the  service  meets  the 
needs  of  the  3  million  people  nationwide  who  have  a  developmental  disability.  In 
addition,  there  is  an  ever  increasing  need  for  well-trained  professionals  to  work  in  the 
field  of  developmental  disabilities.  The  societal  increase  in  violence,  drug  abuse,  teen 
pregnancy  and  poverty  are  putting  more  children  at  risk  each  day  of  being  bom  with  a 
developmental  disability.  States  and  local  communities  will  have  to  deal  with  the 
complex  needs  of  these  children  and  can  rely  on  the  guidance  and  expertise  of  the 
University  Affiliated  Programs  to  help  them  cope  with  the  responsibility  of  caring  for 
this  new  generation  of  children  with  special  needs,  but  only  if  funding  is  available  to 
keep  the  programs  running.  Lack  of  funding  for  training  of  professionals,  advice  for 
state  policy  makers,  and  services  that  keep  families  together  will  result  in  a 
disintegration  of  coordinated  services  for  people  with  developmental  disabilities. 
While  Congress  is  working  to  streamline  the  budget,  UAPs  are  working  to  bring 
together  various  fragmented  federal  and  state  programs  in  an  effort  to  provide 
coordinated  care  for  the  nation's  most  vulnerable  population.  UAPs  are  part  of  the 
ideal  vehicle  by  which  this  objective  can  be  realized  in  the  disability  field.  UAPs  were 
established  and  have  been  supported  to  implement  the  disability  laws  which  were 
authorized  by  such  leaders  as  President  Richard  M.  Nixon  who  authorized  the  DD  Act 
in  1970  and  the  Rehabilitation  Act  in  1973,  Presidents  Nixon  and  Ford  who  brought 
about  the  Education  for  All  Handicapped  Children's  Act,  President  Reagan  who  signed 
into  law  the  Early  Intervention  Provision  of  the  Education  of  the  Handicapped  Act  and 
the  Technology-Related  Assistance  Act  of  1988,  and  of  course.  President  Bush  who 
signed  into  law  the  Americans  with  Disabilities  Act  in  1990.  Support  for  the  innovative 
work  of  the  UAPs  which  foster  independence  and  quality  of  life  for  all  Americans,  saves 
money  by  helping  people  to  live  and  work  within  their  own  community,  and  provide  a 
coordinated  system  of  protection  and  care  is  critically  needed  and  a  goal  which  can  only 
be  accomplished  with  substantial  federal  support. 
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STATEMENT  OF  MARK  BATSHAW  ON  BEHALF  OF  THE  MENTAL  RE- 
TARDATION AND  DEVELOPMENTAL  DISABILITIES  RESEARCH  CEN- 
TERS 

Mr.  Chairman,  I  am  Mark  Batshaw  and  I  am  the  Physician  in  Chief  of  the  Children's 
Seashore  House  at  the  University  of  Pennsylvania's  School  of  Medicine.  It  is  my 
pleasure  to  submit  for  the  record  this  testimony  on  behalf  of  the  Mental  Retardation 
and  Developmental  Disabilities  Research  Centers.  There  are  currently  fourteen  such 
centers  that  support  the  work  of  the  National  Institutes  of  Health  with  a  special  focus 
on  the  National  Institute  of  Child  He&lth  and  Human  Development. 

The  MRDD  Research  Center  Directors  would  also  like  to  especially  commend  you, 
Mr.  Chairman,  and  this  Subcommittee  for  your  tenacious  efforts  to  ensure  that  the 
physical  and  mental  health  of  our  Nation's  people  remains  a  top  federal  priority.  We 
fully  appreciate  that  these  are  critical  times  for  our  fiscal  health  as  well.  While  very 
few  agencies  or  programs  received  increases  this  year,  this  subcommittee,  and 
ultimately  this  Congress,  saw  great  value  in  research  and  prevention  of  disease  and 
disability  as  a  priority  and  a  way  to  save  money  for  the  future. 

NICHD  devotes  its  research  to  ensuring  the  birth  of  healthy  babies  and  the 
opportunity  for  each  infant  to  reach  adulthood  and  achieve  full  potential,  unimpaired 
by  physical  or  mental  disabilities.  This  is  clearly  a  mission  that  deserves  our  support. 
In  order  to  accomplish  this  goal,  we  need  to  continue  to  invest  in  this  important 
research  institute  and  in  the  Mental  Retardation  and  Developmental  Disabilities 
Research  Centers.  We  therefore  recommend  that  the  NICHD  receive  $634  million  in 
funding  for  FY  1997.  We  also  recommend  an  increase  of  6.5%  overall  for  the 
National  Institutes  of  Health. 

In  order  to  accomplish  its  broad  mission,  NICHD  is  structured  by  an  intramural 
program,  which  largely  targets  basic  research  related  to  human  development,  and  an 
extramural  program  which  includes  the  Center  for  Population  Research,  the  Center 
for  Research  for  Mothers  and  Children,  and  the  National  Center  for  Medical 
Rehabilitation  Research.  In  addition,  the  NICHD  has  long  served  as  a  strong 
example  of  an  institute  that  looks  not  only  to  the  physiological  factors  affecting 
health,  but  recognizes  the  importance  of  behavioral,  social,  environmental  and 
genetic  factors  to  health  outcomes  as  well.  The  fourteen  Mental  Retardation  and 
Developmental  Disabilities  Research  Centers  pursue  biomedical  and  behavioral 
research  that  will  lead  to  understanding  the  causes  of  mental  retardation  and  other 
developmental  disabilities. 

MRDD  Research  Center  research  has  become  the  foundation  for  many  of  our 
nation's  prevention  initiatives.  For  example,  MRDD  Research  Center  research 
established  the  dangers  of  maternal  alcohol  consumption,  especially  early  in 
pregnancy.  In  addition,  this  research  identified  lead  as  a  major  cause  of  mental 
retardation  even  at  levels  that  previously  were  considered  safe. 

It  is  evident  that  research  conducted  at  the  Mental  Retardation  and  Developmental 
Disabilities  Research  Centers  with  support  and  funding  from  the  NICHD, 
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demonstrates  considerable  cost  savings  as  well  as  making  a  real  difference  in 
people's  lives. 

Some  examples  include: 

*  Haemophilus  Influenza  Type  b  Vaccine  -  NICHD  research  led  to  the 
development  of  a  vaccine  against  Haemophilus  Type  b  (Hib)  for  infants  that  has 
helped  to  reduce,  and  nearly  eliminate,  Hib  meningitis  in  the  United  States.  For 
many  years,  Hib  meningitis  was  the  leading  cause  of  acquired  mental  retardation  in 
the  U.S.  This  dreaded  disease  used  to  affect  almost  20,000  children  a  year,  with  up 
to  ten  percent  of  them  dying  and  20  to  30  percent  of  all  survivors  suffering 
permanent  sequelae,  ranging  from  mild  hearing  loss  to  mental  retardation.  Today, 
with  an  effective  Hib  vaccine  for  infants,  the  incidence  has  dropped  to  less  than  100 
cases  each  year,  and  there  is  every  expectation  that  soon  this  disease  will  be 
eliminated  from  our  planet. 

*  New  Genetically-Based  Therapies-  Advances  in  molecular  biology  and  new 
understanding  of  genetic  mechanisms  underlying  healthy  development  and 
functioning  of  the  human  organism  have  brought  health  research  to  a  new  frontier.  It 
is  estimated  that  about  5,000  diseases,  including  many  of  those  that  cause  mental 
retardation  and  developmental  disability,  can  be  related  to  a  genetic  anomaly.  New 
technologies  have  moved  science  closer  to  realizing  the  effective  genetic 
interventions  for  those  diseases,  interventions  that  may  eventually  offer  prevention  or 


*  Mental  Retardation  and  Developmental  Disabilities  Research 
Accomplishments-  Over  the  past  ten  years,  important  advances  have  been  made  in 
our  understanding  of  communication  processes  in  children  with  mental  retardation 
and  developmental  disabilities.  In  addition,  more  accurate  methods  of  diagnosis  and 
screening  are  being  developed  earlier  for  many  inheritable  developmental  disorders, 
along  with  treatments  that  can  minimize  their  effects.  The  most  celebrated  screening 
program  is  the  one  for  PKU,  a  metabolic  disorder  that  causes  mental  retardation. 
Over  the  past  three  decades,  this  screening  program  has  identified  thousands  of 
newborns  who,  when  treated  with  a  special  diet,  have  grown  up  with  at  least  average 
intelligence  and  many  have  gone  on  to  great  academic  achievement.  Now, 
MRDDRC  researchers  are  using  recently  developed  molecular  genetic  techniques  to 
expand  the  number  of  diseases  that  can  be  detected  in  newborns. 

*  Self-Injurious  Behavior  -  Successfiil  treatments  have  been  developed  to  reduce 
self-injurious  behavior  in  some  individuals  with  mental  retardation.  Many  people 
with  mental  retardation  are  forced  into  restrictive  living  settings,  not  because  of  their 
mental  retardation,  but  because  of  their  tendency  to  harm  themselves.  MRDDRC 
researchers  have  found  changes  in  brain  chemistry  that  cause  self-injurious  behavior, 
as  well  as  medications  that  correct  them.  Combined  with  positive  behavior 
management  techniques,  many  of  these  individuals  with  experience  a  marked 
reduction  in  their  self-injurious  behavior. 
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*EarIy  Intervention  Programs  -  MRDDRC  research  has  found  that  when  low- 
income  and  loW  birth  weight  children  are  enrolled  in  infant  stimulation  and  special 
instructional  programs,  years  later  they  score  significantly  higher  on  IQ  and  reading 
achievement  tests  than  did  children  from  similar  backgrounds  who  did  not  have  the 
benefit  of  such  programs.  This  research  confirms  the  value  of  the  intellectual 
stimulation  in  Head  Start  and  similar  programs. 

*  Finding  Genes  Associated  with  Disabilities  -  MRDDRCs  are  making 
extraordinary  progress  in  identifying  anomalous  genes  that  cause  a  variety  of 
developmental  disabilities,  including  Duchenne  Muscular  Dystrophy,  Fragile  X 
syndrome,  Myotonic  Dystrophy,  and  several  enzyme  deficiencies  that  cause  mental 
retardation  (e.g.,  glycerol  kinase  and  glutaric  acidemia). 

Work  Remains  to  Be  Done: 

Despite  this  impressive  record  and  the  prospect  that  -  through  gene  therapy-  whole 
classes  of  developmental  disorders  may  be  entirely  eliminated  in  the  coming  decade, 
our  national  mental  retardation/developmental  disabilities  research  effort  is  being 
underfunded  and  requires  the  commitment  of  needed  resources: 

*  Less  than  one-half  of  one  percent  of  all  federal  monies  which  are  allocated  for 
programs  affecting  individuals  with  developmental  disabilities  goes  to  research. 
When  the  MRDDRCs  were  established,  they  received  7.7  percent  of  these  funds. 
For  each  of  the  past  five  years,  centers  have  received  draconian  cuts  of  up  to  25 
percent,  which  have  prohibited  centers  from  acquiring  necessary  equipment  and 
technology,  from  hiring  the  next  generation  of  scientists,  and  from  pursuing  new 
science  for  fear  that  it  will  be  too  costly. 

*  Significant  new  research  involving  gene  therapy  for  Duchenne  Muscular 
Dystrophy  (DMD)  suggests  that  the  muscle  deterioration  responsible  for  the 
disability  and  premature  death  of  young  males  can  be  halted.  This  effective 
intervention  has  the  potential  of  changing  the  lives  of  the  13,200  children  that 
currently  have  DMD,  and  those  600  children  who  are  bom  with  it  each  year. 
Annually,  it  could  also  save  our  economy  $60  million  in  health  and  related  services 
costs. 

*  Promising  research  on  Cytomegalovirus  (CMV)  is  imderway.  This  common  virus 
is  now  the  most  common  cause  of  acquired  mental  retardation.  Affecting  over  5,000 
infants  each  year.  Tests  to  confirm  current  and  previous  CMV  exposure  are  more 
readily  available.  While  neither  a  preventive  vaccine  nor  a  cure  currently  exists, 
additional  research  support  could  lead  to  these  significant  achievements  in  the  next 
few  years. 

*  Every  year,  125,000  children  join  the  7.5  million  Americans  with  mental 
retardation.  Moreover,  new  causes  of  mental  retardation,  such  as  neonatal  HIV 
infection,  are  emerging  as  serious  threats  to  public  health.  Over  90  percent  of 
children  with  HIV  infection  wall  acquire  mental  retardation  or  other  developmental 
disabilities. 


114 


*  NICHD  is  poif«d  to  mount  a  new  research  effort  focused  on  the  relationship 
between  Down  Syndrome  and  Alzheimer's  disease,  recognizing  that  persons  with 
Down  Syndrome  present  a  known  at-risk  population  for  scientific  investigation  into 
the  relationship  between  the  disorders.  Eventually,  this  research  could  provide 
answers  about  the  cause,  diagnosis,  and  treatment  of  Alzheimer's  disease,  not  only 
for  persons  with  Down  Syndrome,  but  also  for  the  general  population. 

Research  conducted  by  NICHD  has  contributed  substantially  to  the  knowledge  base 
regarding  physical  and  behavioral  aspects  of  maternal  and  child  health,  human 
reproduction  and  the  prevention  and  amelioration  of  cognitive  and  physical 
disabilities.  It  has  saved  billions  of  dollars  in  related  health,  education  and 
institutionalization  costs.  Moreover,  this  research  base  is  required  to  fully  inform 
public  policy  makers  on  issues  ranging  from  health  care  priorities  to  best  practices  in 
the  support  of  women,  children  and  families.  The  MRDD  Research  directors  have 
developed  a  list  often  research  initiative  priorities  that  cover  a  broad  range  of 
biomedical  and  behavioral  studies  that  could  dramatically  alter  the  lives  of  people 
with  developmental  disabilities  and  their  families  (see  attached  list).  However, 
adequate  funding  for  the  NICHD  is  needed  for  these  goal  to  be  met. 

Mr.  Chairman  and  members  of  the  Committee,  I  urge  you  to  provide  $634  million  in 
funding  for  the  NICHD  for  Fiscal  Year  1997.  Each  dollar  spent  on  research  and 
prevention  of  disease  and  disability  is  the  ultimate  cost  savings  for  the  futxire. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  NURSE 
PRACTITIONERS 

The  American  Academy  of  Nurse  Practitioners  represents  over  16,000  nurse  practitioners 
of  all  specialties  throughout  the  United  States.  In  that  capacity,  we  are  speaking  to  the  need  for 
continued  federal  funding  for  nurse  practitioner  and  nurse-midwife  educational  programs  for  the 
coming  fiscal  year. 

It  is  probably  not  necessary  to  comment  on  the  rising  cost  of  medical  care  nor  the  acute 
shortage  of  primary  care  providers  at  this  time.  This  issue  has  been  an  object  of  concern  for  all 
members  of  Congress  for  an  extended  period  of  time.  It  is  clear,  however,  that  these  problems 
will  not  be  resolved  until  solutions  for  cost  savings  in  the  area  of  medical  care  are  reached.  This 
translates  to  the  preparation  and  utilization  of  the  most  cost  effective  and  skilled  providers  of 
health  and  medical  care  to  people  of  all  ages,  nurse  practitioners  and  nurse-midwives. 

In  recent  calculations  determined  by  the  American  Academy  of  Nurse  Practitioners,  nurse 
practitioners,  if  utilized  appropriately  could  save  the  federal  government  in  excess  of 
$55,000,000  per  year  in  the  Medicare  program  alone.  Other  cost  savings  that  could  be  passed 
on  to  the  government  include  those  costs  saved  by  reductions  in  emergency  care,  hospitalization 
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and  treatment  of  illness  in  its  advanced  stages  due  to  the  absence  of  primary  care  providers  in 
both  urban  and  rural  settings.  Based  on  that  information  alone,  the  need  to  continue 
appropriations  to  initiate  educational  programs  and  provide  traineeships  to  nurse  practitioner 
students  is  apparent. 

As  this  committee  knows,  nurse  practitioners  and  nurse  midwives  are  highly  qualified 
primary  care  providers  who  have  demonstrated  their  ability  and  interest  in  providing  primary 
medical  care  to  individuals  and  families  in  both  rural  and  urban  settings,  regardless  of  age, 
occupation  or  income.  The  quality  of  their  care  has  been  well  documented  over  the  years.  With 
their  advanced  training  they  are  able  to  manage  the  medical  and  health  care  problems  seen  in 
the  primary  care  and  acute  care  settings  where  they  work. 

Nurse  practitioner  specialties  include  family,  adult,  pediatric,  women's  health  and 
gerontologic  care.  These  clinicians  serve  as  regular  primary  care  providers  for  children  and 
adults.  They  obtain  medical  histories,  perform  physical  examinations,  diagnose  and  treat  acute 
episodic  and  chronic  illness  which  includes  the  ordering,  performing  and  interpreting  of 
diagnostic  studies,  prescribing  medications  and  other  treatments  and  triaging  and  followup  of 
major  medical  problems  they  refer  to  the  proper  sources  of  care.  In  addition,  they  spend  time 
with  their  patients  teaching  and  helping  them  to  undertake  appropriate  health  promotion  and 
disease  prevention  behaviors  through  well  child  and  adult  care,  which  includes  health  education, 
screening,  conducting  physical  examinations  and  counseling. 

Nurse  practitioners  work  in  both  urban  and  rural  settings,  in  community  and  migrant 
health  centers,  public  health  clinics,  hospitals  and  hospital  outpatient  clinics,  Indian  health 
service  agencies  and  in  National  Health  service  Corps  sites  as  well  as  private  primary  care 
offices  and  other  freestanding  primary  care  settings.  According  to  data  collected  by  the  American 
Academy  of  Nurse  Practitioners,  82%  of  nurse  practitioners  are  employed  in  primar>-  care 
settings,  and  over  50%  of  their  patients  have  family  incomes  in  the  poverty  range. 

Nurse  practitioners  and  nurse-midwives  are  health  care  providers  who  are  known  to  be 
comfortable  with  and  capable  of  providing  the  much  needed  quality,  cost  effective  primary  care 
in  this  country.  We  do,  however,  need  to  insure  proper  preparation  of  enough  of  these 
providers  to  meet  the  current  need  within  current  budgetary  constraints. 
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At  this  time  there  are  approximately  35,000  nurse  practitioners  and  5,000  practicing 
nurse  mid-wives  practicing  in  the  United  States.  In  order  to  begin  to  meet  the  primary  care  needs 
of  this  country,  this  number  will  have  to  be  increased.  It  is  reported  that  there  are  six  to  eight 
positions  currently  available  to  every  nurse  practitioner  upon  graduation.  That  figure  would 
translate  to  approximately  fourteen  to  fifteen  thousand  unfilled  positions  for  nurse  practitioners 
at  the  current  time. 

Nurse  practitioner  and  nurse-midwife  programs  are  funded  through  student  tuition, 
institutional  support,  funding  from  a  few  state  governments  and  funding  received  from  the 
federal  government.  In  the  last  fiscal  year,  only  65  institutions  with  nurse  practitioner  and/or 
nurse  midwife  programs  were  able  to  be  federally  funded  at  a  mean  rate  of  $241,  985  per 
program.  In  fiscal  year  1995,  only  10  new  programs  were  able  to  be  funded  under  the  current 
budgetary  constraints.  Presently  there  are  65  more  programs  that  have  been  approved  by  the 
Division  of  Nursing,  but  must  continue  to  go  unfunded  because  there  is  no  money  available. 
These  programs  would  produce  an  additional  650  to  700  nurse  practitioners  each  year  at  the  cost 
of  $24,000  per  student,  a  modest  investment  for  the  return  in  cost  effective  provision  of  primary 
care  services  these  clinicians  would  provide. 

As  we  have  stated  before,  nurse  practitioners  and  nurse  midwives  are  particularly  well 
prepared  to  meet  the  nation's  growing  health  care  needs  in  a  cost  efficient  manner.  The 
educational  preparation  of  these  practitioners  emphasizes  the  provision  of  care  and  the  prevention 
of  illness  among  patients  most  in  need  of  primary  care  services.  It  seems  logical,  then  in  light 
of  this  need  that  continued  appropriations  for  nurse  practitioner/nurse  midwife  educational 
programs  and  traineeships  would  be  a  wise  investment. 

If  any  attempt  is  to  be  made  to  deal  with  spiraling  medical  costs  and  primary  car  provider 
shortages  now  and  in  the  future,  increased  investment  in  cost  effective  primary  care  providers 
such  as  nurse  practitioner  and  nurse-midwives  who  are  experienced  with  and  interested  in 
prevention  as  well  as  cure,  needs  to  be  a  priority.  In  order  to  make  the  kind  of  contribution  that 
nurse  practitioners  and  nurse-midwives  can  make  in  these  times  of  budgetary  crises  and  down 
sizing,  additional  nurse  practitioners  and  nurse  mid-wives  will  need  to  be  prepared.  This 
translates  to  continued  and  increased  appropriations  for  such  programs  now  and  in  the  future. 
We  are  willing  to  make  our  contribution,  but  we  will  need  your  help  to  do  so. 
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We  thank  the  members  of  the  appropriations  committee  for  its  efforts  in  behalf  of  nurse 
practitioners  and  the  people  they  serve.  We  know  you  recognize  the  value  of  our  services  and 
the  need  for  utilizing  us  in  the  provision  of  quality,  cost  effective  medical  care.  It  is  obvious  that 
we  can  be  part  of  the  solution  to  the  current  fiscal  problems  surrounding  the  provision  of 
medical  care  in  this  country  if  sufficient  numbers  of  us  are  prepared  and  allowed  to  provide  the 
services  which  we  are  prepared  to  provide.  We  ask  you  to  do  what  you  can  to  facilitate  that 
process.  If  there  is  anything  we  can  do  to  provide  further  information  or  assistance 

regarding  this  issue,  please  feel  free  to  call  on  us. 

STATEMENT  OF  THE  AMERICAN  CHEMICAL  SOCIETY 

The  American  Chemical  Society  is  fully  aware  that  our  Nation  is  in  an  era  of  scarce  federal  re- 
sources, and  thus  every  dollar  spent  by  the  federal  government  must  demonstrate  strong  returns.   Few 
investments  can  match  the  retums  made  by  the  Improvements  to  the  quality  of  our  lives,  the  lower 
health  care  costs  from  early  detection  and  treatment,  and  the  increased  competitiveness  of  the  health 
sciences  industry  that  are  enabled  by  the  National  Institutes  of  Health  (NIH).   Our  Nation  cannot  afford 
to  short-change  a  program  that  generates  such  strong  returns.   The  American  Chemical  Society 
(ACS)  commends  the  Subcommittee  on  Its  strong  level  of  funding  for  NIH  In  FY  1996  and  urges 
continued  support  of  this  vital  research  enterprise  by  fully  funding  the  Administration's  FY  1997 
request  of  $12.4  billion  for  NIH. 

Overall,  the  Society  is  concerned  with  maintaining  NIH's  long-term  investment  in  fundamental  re- 
search, training,  and  scientific  instrumentation  wtiile  ensuring  that  the  Institutes  maintain  an  appropriate 
balance  between  fundamental  and  clinical  research.   As  you  begin  to  consider  NIH's  budget  for 
FY  1997.  ACS  offers  ttie  following  recommendations. 

Fundamental  Research 

Our  ability  to  treat  and  prevent  disease  today  is  much  greater  than  a  decade  ago  and  would  have 
been  unimaginable  fifty  years  ago.  Vaccines  and  antibiotics,  new  treatments,  and  preventive  methods 
have  saved  and  improved  millions  of  lives,  reducing  such  feared  killers  as  polio  and  pneumonia  to 
things  of  the  past  for  most  Americans.  These  accomplishments  rest  heavily  on  a  base  of  knowledge 
accumulated  through  years  of  investigation  in  basic  chemical  and  biological  phenomena — investigations 
that  have  allowed  scientists  to  understand  better  the  workings  of  the  human  body  and  its  myriad  func- 
tions   Increasingly,  our  ability  to  respond  to  new  health  challenges,  such  as  a  drug-resistant  form  of 
tuberculosis  or  AIDS,  and  to  combat  old  enemies  like  cancer,  cystic  fibrosis,  heart  disease,  arthritis,  and 
Alzheimer's  disease,  relies  on  our  understanding  of  human  and  disease  systems  at  molecular  and 
chemical  levels.  Such  esoteric  techniques  as  polymerase  chain  reaction  and  monoclonal  antikwdies. 
once  the  purview  of  a  few  higfily  specialized  researchers,  now  are  used  on  a  daily  basis  and  save  thou- 
sands of  lives  and  millions  of  dollars    Similarly,  NIH-supported  basic  research  has  led  to  combinatorial 
chemistry  methods  and  rational  drug  design,  which  allow  for  the  nrore  efficient  devetopment  of  pharm- 
aceuticals having  greater  potency,  higher  selectivity,  and  fewer  side-effects. 

Within  NIH.  the  National  Institute  of  General  Medical  Science  (NIGMS)  provides  the  enabling 
research  and  training  for  the  biomedical  research  community  that  underpins  the  advances  and  discover- 
ies of  ottier  NIH  InstHutes.   NIGMS  is  a  vital  mechanism  for  generating  basic  knowledge  and  new  tech- 
nologies that  help  to  bring  about  tomorrow's  breakthrough  discoveries.   Fundamental  research  sup- 
ported by  NIGMS  also  must  be  complemented  by  strong  disease-specific  basic  research.  However,  the 
demand  for  clinical  trials,  especially  at  the  National  Cancer  Institute  and  the  National  Institute  of  Allergy 
and  Infectious  Diseases,  may  sometimes  overwhelm  the  need  to  gather  a  more  thorough  understanding 
of  diseases  such  as  AIDS  and  cancer  at  fundamental  levels.  The  ACS  firmly  believes  that  NIH  should 
continue  an  appropriate  balance  between  clinical  and  fundamental  research  that  will,  in  the  end,  pro- 
vide far  greater  clinical  success 

Basic  research  has  permitted  scientists  to  overcome  formidable  hurdles  in  the  past;  its  contribu- 
tion to  future  accomplishments  is  likely  to  be  even  greater    Yet,  because  of  its  long-term  natur  e  and  its 
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widespread  (and  thus  not  easily  quantified)  contribution,  basic  health-related  research  is  an  easy  target 
for  short-term  efforts  to  reduce  expenditures.  The  American  Chemical  Society,  therefore,  urges 
Congress  to  maintain  a  balanced  research  portfolio  that  addresses  Immediate  health  needs  and 
promotes  the  development  of  new  knowledge.  As  a  part  of  achieving  this  balance,  the  National 
Institute  of  General  Medical  Science  should  receive  full  funding  of  Its  requested  $963.6  million  In 
FY  1997. 


Training 

The  single  most  important  element  of  any  research  program,  regardless  of  discipline,  is  the  pres- 
ence of  well-trained,  talented,  and  dedicated  individuals  to  conduct  the  investigation    No  amount  of 
funding  or  equipment  can  alleviate  their  absence     Because  ot  this  reality,  our  Nations  ability  to  equip 
young  scientists  with  the  necessary  knowledge  and  insight  will  determine  whether  we  can  continue  the 
tremendous  advances  of  past  decades.   Training  programs  at  NIH.  and  NIGMS  in  particular,  develop 
the  broad-based  skills  demanded  by  modern  biomedical  and  pharmaceutical  research    Skilled  re- 
searchers are  needed  to  fuel  the  rapidly  expanding  biotechnology  industry  and  the  pharmaceutical  and 
diagnostics  sectors.   Well-trained  researchers  not  only  increase  productivity  for  these  sectors  but  also 
help  maintain  their  world  leadership  in  extremely  competitive  martlets.   In  turn,  these  industries  provide 
new  jobs  and  products  that  improve  the  lives  of  many  Americans. 

The  past  two  decades  have  seen  a  growing  awareness  of  the  significant  overlap  among  such 
fields  as  medicine,  chemistry,  and  biology.   Interdisciplinary  research  in  areas  like  genetic  engineering 
and  recombinant  human  proteins  has  enhanced  our  ability  to  understand  and  combat  disease.   Such 
research  has  led  to  the  development  of  a  variety  of  new  medical  treatments:  clot-dissolving  proteins 
effective  for  treating  heart  attack  victims  and  clot-producing  proteins  for  treating  hemophiliacs;  the  large- 
scale  production  of  human  insulin  for  diabetics:  and  the  development  of  a  synthetic  human  growth  hor- 
mone useful  for  treating  children  who  are  deficient  in  its  natural  production.   Gene  therapy,  another 
technique  that  relies  heavily  on  interdisciplinary  research,  holds  the  promise  of  in  vivo  alteration  of  DNA 
sequences  to  combat  such  diseases  as  Alzheimer's  and  muscular  dystrophy.   Recent  work  on  another 
genetically  determined  illness,  cystic  fibrosis,  also  shows  promising  results.    It  is  the  cross  training  in 
several  disciplines  that  allows  these  accomplishments  to  be  realized    Consequently,  Interdisciplinary 
programs  such  as  the  Chemistry-Biology  Interface  within  NIGMS  merit  strong  support. 

Instrumentation 

Basic  research  requires  access  to  modern  instrumentation  ranging  from  computers  to  sophisti- 
cated devices  such  as  high-field  nuclear  magnetic  resonance  (NMR)  spectrometers,  laser  systems, 
molecular  beam  machines,  and  mass  spectrometers    Though  often  expensive,  these  machines  enable 
researchers  to  observe  directly  the  fundamental  chemical  and  biochemical  processes  involved  in  life 
and  to  gain  much-needed  insight  into  the  workings  of  the  human  system.   Increasingly,  medical  re- 
searchers can  apply  techniques  and  instrumentation  from  disciplines  not  usually  associated  with  medi- 
cal research.    For  example,  though  originally  developed  for  the  study  of  semiconductor  surfaces,  atomic 
force  microscopy  is  used  now  to  image  cell  membranes  at  the  molecular  level.   With  a  better  under- 
standing of  cellular  division  and  molecular  substnjcture  thus  gained,  new  approaches  to  the  treatment 
of  cancer  may  be  possible 

A  second  contribution  of  research  instrumentation  is  its  clinical  potential.   Through  continued  mod- 
ification and  refinement  in  the  laboratory  setting,  research  instruments  often  are  developed  into  clinically 
important  tools    This  technology  transfer  is  important,  not  only  because  of  the  exciting  new  medical 
capabilities  that  it  confers,  but  also  because  of  the  savings  in  money  and  human  suffering  that  it  allows 
For  example,  because  modern  instrumentation  diagnoses  disease  from  smaller  and  smaller  human 
samples,  such  samples  are  becoming  less  painful  and  costly  to  obtain.   Until  recently,  the  diagnosis  for 
one  form  of  pneumonia  cost  $4000  and  required  painful  surgery  to  obtain  lung  tissue.   Now,  with  only  a 
sample  of  the  patient's  sputum,  polymerase  chain  reaction  (PCR)  instrumentation  does  the  same  test 
for  a  cost  of  about  $150.  Other  research  tools  that  have  evolved  into  clinical  equipment  are  x-ray  ma- 
chines, lasers,  magnetic  resonance  imaging  (MRI)  machines,  ultrasound  equipment,  and  positron  emis- 
sion and  single  photon  emission  computed  tomography  devices  (PET  and  SPECT  respectively).   MRI, 
PET,  and  SPECT  are  non-invasive  procedures  that  not  only  provide  three-dimensional  images  of  the 
human  body,  but  also  allow  the  chemical  and  biological  activity  of  organs,  such  as  the  brain  and  heart, 
to  be  studied  without  harm  to  the  patient. 

Until  recently,  a  primary  source  of  NIHs  ability  to  meet  this  need  was  the  National  Center  for  Re- 
search Resources's  Shared  Instrumentation  Grant  (SIG)  program.   From  1982  to  1991,  the  SIG  pro- 
gram was  NIH's  major  provider  of  research  instaimentation.   However,  the  decimation  of  the  Program's 
budget  by  75%  in  FY  1 992  contributed  to  the  20%  drop  in  constant  dollar  funding  for  research  equip- 
ment at  NIH.   Today  the  entire  budget  of  SIG  would  buy  fewer  than  five  NMR  spectrometers— a  com- 


119 


monly  used  research  instrument.   This  lack  o\  adequate  funding  is  especially  distressing  tjecause  of  the 
types  of  instruments  most  often  funded  by  the  program:  basic  research  tools  used  every  day  for  doz- 
ens of  experiments  and  shared  by  scientists  throughout  a  research  department  or  institution.   This  low 
level  of  funding  has  compromised  the  instrument  base  needed  to  confront  future  health  needs.   Fortu- 
nately, the  Administration's  FY  1996  budget  request  for  the  SIG  program  and  the  strong  support  from 
Congress  tor  NCRR  reinstated  approximately  half  the  funding  cuts  made  in  FY  1992.   However,  the 
American  Chemical  Society  firmly  believes  that  without  full  revltallzatlon  and  strengthening  of 
the  SIG  program  to  at  least  Its  FY  1991  level,  the  creation  of  new  Instrumentation  will  be  Inhib- 
ited and  the  research  Instrumentation  base  will  erode  further  with  a  subsequent  deterioration  In 
the  quality  of  biomedical  research. 

Summary 

The  American  Chemical  Society  believes  that  (1)  strengthened  fundamental  research.  (2)  strong 
funding  for  NIGMS  and  its  training  programs,  and  (3)  a  serious  effort  to  restore  the  Shared  Instrumenta- 
tion Grant  program  at  NCRR  to  at  least  rts  FY  1991  levels  are  of  the  utmost  importance  for  NIH  to  con- 
tinue to  promote  excellence  in  pursuit  of  its  mission.  The  American  Chemical  Society  welcomes  Con- 
gress's continued  support  for  the  vital  role  played  by  NIH  in  the  Nation's  lasting  health  and  security.   As 
in  the  past,  the  Society  would  be  pleased  to  assist  you  in  ensuring  that  NIH  remains  a  strong  force  in 
fundamental  biomedical  research 


STATEMENT  OF  WAYNE  MATSON,  Ph.D.,  VICE  PRESIDENT,  ESA,  INC. 

I  am  Wayne  Matson,  Founder,  Vice  Pretklein  and  Technical  Director,  of  ESA,  Inc..  of 
Chelmsford,  MA.  Our  Preaidem  and  co-founder,  Alvin  V.  Block,  has  testified  befine  this 
Committee  on  iisues  of  the  cost  effectiveness  of  emerging  technologies  in  heahh  care  for  ten 
yean.  1  would  like  to  present  a  status  report  on  studies  and  devfces  directed  at  the  early  detectkin 
and  therapeutfc  corTectk>n  of  a  range  of  debiUtating.  costly,  chronic,  or  degenerative  diaeases. 
Theae  disofders,  whk;h  encon^ss  such  problems  as  brain  injury  and  developmental  problems  in 
chiklren,  Alzheimer's  and  Parkinson's  disease  in  the  aged,  and  arthritis  and  bone  k>sa  bn  women, 
account  for  around  30*^  of  heahh  costs.  Generally  the  tools  for  fixing  such  problems  when  they 
occur  are  not  particularly  good,  and  the  usual  outcome  for  people,  such  as  the  okler  lady  whh  no 
memory  or  the '  autistic"  chiM,  Is  consignment  to  custodial  care.  What  v^re  and  our  colleagues 
feel  is  needed  and  possible  are  tests  that  altow  early  or  predktive  detectk>n  and  the  speolflcatfon 
of  preventive  ther^. 

Our  approach  has  gone  a  step  beyond  gene  nuq>ping  to  the  measurement  of  the  expresston 
of  the  genome  in  the  small  operational  molecules  of  the  body.  By  doing  this,  subtle  biteractbns  of 
genes  within  an  indhidual  and  environmenul  eflfects  on  the  bxUvWual  are  also  taken  into  account. 
In  a  computer  analogy,  we  are  tooking  for  problems  by  checking  the  software  histead  of  the 
hardware;  in  a  weather  anatogy,  wc  are  trying  to  prcdicl  if  it  will  snow  tomorrow  from  watching 
the  satellite  images  and  knowing  what's  happened  before,  rather  than  using  gk>b«l  weather 
models.  The  goal  of  the  efforts  has  been  to  be  able  to  detect  and  correct  a  problem  before 
extensive  damage  to  an  indlvHual  occurs.  Working  with  collaborators  fh>m  Massachusetu 
General  Hospital  (MOH),  NASA  Ames,  CA,  The  Institutes  for  the  Achievement  of  Human 
Potential  (I  AHP)  in  Philadelphia,  and  others,  with  stqiport  ftom  the  National  Institutes  of  Heahh 
(NIH),  and  private  fouixlations,  a  number  of  key  problems  have  been  resolved. 

We  are  now  at  the  point  of  having  demonstrated  the  power  and  scope  of  the  technok>gies 
and  concepts  devek>ped.  We  have  indkations  that  some  7%  of  brain  injured  chikJren  in  custodial 
care  are  there  because  of  abnormal  biochemlslrics  and  that  many  childhood  dcvetopmental 
problems  have  early  biochemical  indk»tors  that  can  be  fixed.  We  have  been  able  to  separate 
various  degenerative  ncurotogwal  diseases  by  operatkjnal  biochemical  patterns  that  have  also 
yieWed  approaches  to  therapy.  This  iqjproach  has  been  applied  to  enough  other  disorders  to 
suggest  that  it  is  generally  useful  for  all  chronic  diseases.  As  background  for  a  suggested  next 
step,  I  feel  it  would  be  useful  to  describe  ESA's  background  and  the  collaborattons,  support  and 
studies  that  have  led  us  to  this  point  in  our  work. 

ESA  is  a  biomedKa]  research  and  technology  devefopmem  firm  dedicated  to  the 
improvement  of  health  care  through  innovative  instrunwntation  and  services.  We  have  focused 
our  efforts  primarily  on  chronfc  and  environmentally  induced  disorders  that  can  best  be  addressed 
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by  early  detection  and  prevention.  These  include  such  problems  as  lead  poisoning,  metabolic 
disorders,  brain  injury  and  cancer  In  young  children,  neurodegenerative  diseases  such  as 
Alzheimer's  and  Parkinson's  in  the  cWcrly,  and  bone  loss  in  women. 

Our  core  technology  is  in  unique  electrochemical  sensors  which,  by  their  nature,  can  provjde 
high  sensitivity  and  selectivity  for  critical  biochemicals.  These  sensors  are  used  in  a  variety  of 
proprietary  instruments  capable  of  a  wide  range  of  measurements.  For  the  life  of  the  company,,  we 
have  focused  on  adapting  the  power  of  these  sensors  to  problems  of  human  disorders,  essentially 
trying  to  find  technical  solutions  to  societal  problems.  This  effort  started  in  1970  with  the 
development  of  a  total  system  package  of  instrumenUtion  and  sampling  equipment  for  the 
measurement  of  lead  levels  in  children,  using  finger-stick  samples  at  the  part-per-million  level.  This 
novel  capability  allowed  the  Centers  for  Disease  Control,  which  had  been  given  the  task  of 
determining  the  national  extent  of  lead  poisoning,  to  perform  wide-spread  pediatric  lead  screening 
across  the  country.  Next,  we  developed  a  series  of  instruments  to  measure  iron  deficiency  in  small 
pediatric  blood  samples.  This  group  of  devices  was  capable  of  operating  in  store  front  clinics  or 
mobile  vans  and  essentially  brought  screening,  diagnosis  and  prevention  directly  to  where  it  was 
needed.  Subsequently,  with  internal  private  funds  and  substantial  support  from  the  NIH  Small 
Business  Innovation  Research  (SBIR)  Program,  we  have  developed  powerful  sensors  for  the 
simultaneous  measurement  of  a  broad  range  of  biochemicals  such  as  neurotransmitters,  hormones, 
metabolites,  antioxidants,  and  vitamins.  This  capability  has  led  to  a  more  powerful  capability  for 
existing  tests  and,  beyond  that,  to  a  completely  new  approach  to  early  prediction  and  treatment. 

This  technology  was  first  applied  to  widespread  screening  in  Japan.  They  now  routinely  test 
all  newborns  for  neuroblastoma.  This  is  a  form  of  cancer  which,  if  detected  early,  can  be  cured 
with  little  suffering  and  at  a  low  cost.  If  undetected,  it  leads  to  an  early,  painful,  and  costly  death. 
The  screening  centers  located  in  each  prefecture  have  proven  highly  cost  effective.  More  recently, 
our  instrumentation  has  been  adopted  by  major  clinical  and  research  laboratories  to  provide  more 
cost  effective  and  accurate  testing  for  neurotransmitters  and  their  metabolites  for  certain  heart 
disorders,  cancers  and  mental  abnormalities. 

The  technology  has  found  utility  in  a  number  of  other  health  research  areas  such  as: 
antibiotic  assays  in  animal  feeds  to  control  the  occurrence  of  resistant  strains  of  bacteria  ;  procedures 
for  measuring  food  quality  and  antioxidant  levels  in  supplements;  and  a  means  of  controlling  the 
effectiveness  of  natural  product  remedies  or  nutraceuticals.  Nevertheless,  the  greatest  potential 
utility  of  this  technical  and  conceptual  approach  has  only  begun  to  be  realized  -  the  ability  to  use  the 
hundreds  of  simultaneous  measurements  to  define  the  interaction  of  an  individual's  genetics  with  the 
environment  to  determine  his  or  her  state  of  health. 

In  studies  conducted  with  NIH  support,  in  collaboration  with  Dr.  M.  Flint  Heal  at  MGH,  we 
have  shown  that  it  is  possible  to  separate  neurodegenerative  diseases  by  their  biochemistry.  That  is 
when  considered  as  a  whole,  the  pattern  of  hundreds  of  compounds  in  an  individual  with 
Alzheimer's  disease  is  uniquely  different  from  normal  or  other  diseases  such  as  Huntington's  or 
Parkinson's.  Looking  at  the  specific  compounds  involved  suggests  a  number  of  therapeutic 
approaches  involving,  for  instance,  increasing  cellular  energy  efficiency  and  protecting  against 
oxidative  free  radicals.  If  these  patterns  can  be  determined  early,  there  is  a  reasonable  chance  that 
damage  can  be  prevented  or  delayed  with  a  large  savings  in  suffering  and  cost. 

With  support  from  the  Motorola  Foundation  and  a  Matsuzawa  grant  from  Nippon  Chemical, 
we  have  been  following  the  biochemistry  of  900  severely  brain  injured  children  for  three  years. 
These  children,  requiring  full-time  custodial  care,  have  been  brought  to  The  Institutes  for  the 
Achievement  of  Human  Potential  in  Philadelphia  for  an  intensive  program  of  physical  and 
intellectual  rehabilitation  developed  over  the  last  50  years.  We  have  found  that  severely  brain 
injured  children  are  biochemically  different  in  ways  that  can  be  addressed  therapeutically.  Perhaps 
more  important,  5-10%  are  so  biochemically  unique  that  their  chemistry  is  almost  certainly  the  cause 
of  their  injury.  While  therapy  started  now  can  help  these  children  some,  if  they  had  been  tested, 
detected  and  treated  at  birth  they  would  in  all  probability  be  normal  kids. 

In  the  last  15  years  we  have  worked  on  several  joint  activities  with  CDC  and  NIH  under  the 
SBIR  mechanism,  and  in  support  of  other  research  programs  on  contract  basis.   In  addition,  we  have 
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utilized  private  grants  and  our  own  resources  to  further  the  goals  of  better  health.  There  has  been  a 
positive  return  on  the  public's  investments  in  all  aspects  of  job  creation,  balance  of  trade,  reduction 
of  health  care  costs,  and  alleviation  of  suffering.  We  believe,  however,  that  the  possibilities  opened 
up  for  predictive  and  therapy  directing  tests  present  an  opportunity  that  is  beyond  our  resources  or 
the  usual  research  mechanisms  for  support. 

There  really  are  not  many  things  to  be  invented  or  discovered  to  achieve  a  society  without 
the  suffering  or  cost  of  a  brain  injured  child  or  a  non  functional  parent.  It  is  primarily  a  matter  of 
using  the  tools  that  we  have  already  paid  for  in  a  rational  and  cost  effective  fashion. 

There  are  two  areas  that  we  recommend  for  action,  one  is  primarily  up  to  the  Congress  itself 
and  one  that  requires  support. 

First,  there  is  a  need  for  legislative  or  regulatory  clarity  regarding  the  acquisition  and  use  of 
predictive  data  such  as  genetic  testing  or  the  pattern  analysis  procedures  discussed  here.  There  is 
potentially  a  great  under  utilized  wealth  of  information  in  clinical  data.  The  benefits  of  prevention 
of  disease  are  clear  for  both  the  individual  and  society.  However,  there  is  a  fear  that  discovery  of  a 
preventable  condition  might  lead  to  discrimination  in  insurance  or  job  status.  Certainly  there  must 
be  a  path  somewhere  between  the  issues  of  privacy  and  of  rational  health  care  delivery.  This  may 
be  an  issue  that  could  be  tackled  by  the  NIH  Director's  Advisory  Council. 

Second  there  is  a  need  for  prospective  diagnostic  studies  of  newborn  children  and  older 
people  to  create  the  information  needed  for  effective  prevention  of  childhood  brain  damage  and  of 
adult  neurological  disease.  We  recommend  the  funding  of  two  programs,  of  similar  magnitude  and 
structure  to  the  Framingham  Heart  Study,  one  for  children  and  one  for  the  elderly.  These  could  be 
supported  by  the  National  Institute  of  Neurological  Disorders  and  Stroke  and  implemented  through 
existing  treatment  or  metabolic  testing  centers  for  children  and  Alzheimer's  disease  centers  for 
elders,  such  as  those  at  Massachusetu  General  Hospiul,  Johns  Hopkins,  or  The  Institutes  in 
Philadelphia.  These  will  provide  the  base  of  information  for  the  prevention  of  brain  injury  and  the 
amelioration  of  neurological  diseases. 

Implementation  of  these  programs  and  further  development  of  the  techniques  and  concepts 
can  prevent  a  great  deal  of  suffering  and  eliminate  up  to  20%  of  national  health  care  costs  through 
dramatic  reduction  in  custodial  care  within  5  years. 


STATEMENT  OF  THE  POPULATION  ASSOCIATION  OF  AMERICA  AND 
THE  ASSOCIATION  OF  POPULATION  CENTERS 

Thank  you  Mr.  Chairman  for  the  opportunity  to  present  this  testimony  on  behalf  of  the 
Population  Association  of  America  (PAA)  and  the  Association  of  Population  Centers  (APC)  before 
the  Appropriations  Subcommittee  on  Labor,  Health,  Human  Services  Education  and  Related 
Agencies.    The  Population  Association  of  America  is  a  scientific  and  educational  society  of 
professionals  working  in  demographic  research.    PAA's  worldwide  membership  of  about  2,700  is 
engaged  in  all  aspects  of  demographic  research  and  its  application.    The  Association  of  Population 
Centers  was  established  in  March,  1991  as  a  consortium  of  twenty-one  leading  American  population 
research  centers.    In  addition  to  their  traditional  academic  role,  these  Population  Centers  provide 
federal,  state  and  local  government  agencies,  as  well  as  private  sector  institutions,  with  data  and 
specific  research  findings  to  aid  in  the  decision-maki^ng  process.    During  this  difficult  time  of  budget 
negotiations,  it  is  gratifying  to  those  of  us  involved  in  demographic  research  to  know  of  the  value 
you  place  on  NIH  and  its  contributions  to  our  discipline.    Your  continued  support  of  NIH  will 
enable  demographic  researchers  to  continue  their  work  on  questions  of  social  importance  our  nation 
faces  as  we  enter  a  new  century.    We  want  to  begin  this  appropriations  cycle  by  expressing  hearty 
thanks  to  Chairman  John  Porter  and  the  Subcommittee  for  their  extraordinary  efforts  to  insure  the 
continuation  of  funding  for  health  and  demographic  research  through  support  for  the  National 
Institutes  of  Health. 

In  this  testimony,  we  wish  to  address  funding  levels  for  the  National  Institutes  of  Health 
(NIH).  specifically  the  National  Institute  of  Child  Health  and  Human  Development  (NICHD)  and  the 
National  Institute  on  Aging  (NIA).    Our  position  regarding  support  for  NIH  in  Fiscal  Year  1997 
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concurs  with  that  of  the  Ad  Hoc  Group  for  Medical  Research  Funding  in  requesting  a  toUl  of 
$12,715  billion,  an  increase  of  6.5%  over  current  funding,  for  NIH  as  a  whole. 

In  addition  to  urging  adequate  support  for  NIH,  we  wish  to  address  specifically  the  fields  of 
demographic,  social  and  behavioral  research.    Demographic  and  population  research  examine  many 
issues  which  are  fundamental  to  making  informed  policy  decisions  -  retirement,  minority  health, 
disability  and  long  term  care,  contraceptive  practices,  child  care,  immigration,  labor  force 
participation,  family  formation  and  dissolution,  and  population  forecasting  are  among  them. 

Over  the  last  several  decades,  the  United  States  has  experienced  important  demographi9 
changes.    Understanding  these  trends  and  changes  is  essential  to  the  development  of  effective  policy 
and  legislation.    The  understanding  which  demographic  research  can  provide  will  be  especially 
important  in  the  days  ahead,  as  Congress  confronts  a  growing  number  of  social  problems  with  less 
money  to  craft  solutions. 

The  PAA  and  APC  thought  the  members  of  this  Subcommittee  would  be  interested  in  several 
brief  summaries  of  demographic  research  studies  carried  out  by  members  of  these  organizations. 

NATIONAL  INSTITUTE  OF  CHILD  HEALTH  AND  HUMAN  DEVELOPMENT 

Among  the  many  areas  of  research  supported  by  NICHD,  we  would  like  to  focus  on  two  in 
this  testimony  -  they  are  family  and  immigration  research. 

CHANGES  IN  THE  AMERICAN  FAMILY 

The  single  most  significant  change  in  the  American  family  over  the  past  three  decades  is  the 
declining  importance  of  marriage.    Many  specific  trends  illustrate  this  declining  significant, 
including  the  increasing  postponement  of  marriage  by  young  people  into  their  mid-to-late  20's,  an 
enormous  increase  in  cohabitation  among  unmarried  people,  increasing  proportions  of  children  bom 
out  of  wedlock  and  the  rising  numbers  of  single-parent  households.    Given  these  trends,  the  average 
American  child  will  probably  experience  at  least  part  of  their  childhood  in  a  single-parent 
household.    Family  instability  and  out-of-wedlock  childbearing  have  combined  to  form  the  driving 
force  of  poverty  in  the  US  today.   These  issues  greatly  challenge  government  interventions,  such  as 
Aid  to  Families  with  Dependent  Children,  Food  Stamps,  Medicaid,  Child  Support  Enforcement  and 
other  programs  focusing  on  protecting  children  and  reducing  the  impact  of  poverty.    The  declining 
significance  of  marriage  has  given  rise  to  research  on  several  specific  aspects  of  family  change 
including  fatherhood  and  out-of-wedlock  childbearing,  and  has  also  led  NICHD  to  create  the  Family 
and  Child  Weil-Being  Network. 

Fatherhood  -  The  declining  significance  of  marriage  has  the  particular  effect  of  loosening 
the  ties  of  men  to  women  and  children,  with  a  resulting  burden  to  the  welfare  system  and  to  women 
and  children  themselves.    This  loosening  of  men's  ties  to  the  family  makes  it  important  to 
understand  the  conditions  that  help  to  maintain  men's  obligations  to  family  members. 
Demographers  working  with  the  Demographic  and  Behavioral  Science  Branch  of  the  NICHD  are 
targeting  men  for  research  to  gain  a  better  understanding  of  the  relationship  of  fatherhood  to  the 
family  and  children.    Aspects  of  fatherhood  including  economic  contribution,  psychological  ties  to 
children,  provision  of  childcare  and  patterns  of  contact  are  being  researched.    We  have  learned  that 
contact  between  fathers  and  children  is  very  important  as  a  motivation  for  family  support  from 
them.    This  research  enabled  us  to  document  which  types  of  fathers  are  likely  to  contribute 
monetary  and/or  physical  support  to  the  family.   Additional  studies  have  yielded  key  findings  on  the 
impact  of  divorce  and  the  impact  of  single  parent  families  on  children. 

Another  study  on  the  determinants  of  early  and  non-marital  fatherhood  provided 
groundbreaking  information  on  sexual  and  contraceptive  behaviors  of  young  men.    Analysis  of  these 
data  have  examined  how  behaviors  that  lead  to  eaily  parenthood  vary  in  relation  to  the  types  of 
relationships  that  young  men  form  as  teenagers.    Currently  supported  extensions  of  the  study  are 
tracking  these  relationships  across  the  transition  into  adulthood. 

Out-of- Wedlock  Childbearing  -  A  recent  study  requested  by  Congress  on  out-of-wedlock 
childbearing  prepared  by  NICHD  in  collaboration  with  the  Office  of  the  Assistant  Secretary  of 
Planning  and  Evaluation,  US  Department  of  Health  and  Human  Services  and  the  National  Center  for 
Health  Statistics  identified  the  changing  social  norms  and  reduced  economic  opportunities  for  young 
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men  and  women  as  important  factors  in  delaying  marriage  and  increasing  the  proportions  of  births 
occurring  outside  of  marriage.   This  report  dispelled  some  common  misconceptions  about  out-of- 
wedlock  marriage.    For  example,  less  than  one-third  of  such  births  occur  to  teens  and  the 
proportions  of  out-of  wedlock  births  are  increasing  for  all  groups  of  our  population.    The  study  also 
found  that  the  rate  of  births  outside  of  marriage  has  ceased  the  upward  trend  of  the  early  1990's  and 
remained  stable  during  1991-1993. 

The  Family  and  Child  Well-being  Research  Network  -  In  keeping  with  the  current  climate 
of  cost  containment,  NTH  is  looking  for  ways  to  cut  costs.    One  such  way  found  within  NICHD's 
Demographic  and  Behavioral  Science  Branch  is  the  Family  and  Child  Weil-Being  Research 
Network.    In  response  to  an  increasing  need  for  information.  NICHD  initiated  the  Network  in 
August,  1993.    In  keeping  with  the  multidisciplinary  nature  of  the  network,  the  areas  being  explored 
cover  a  broad  range  of  topics  pertaining  to  family  and  child  well-being,  such  as  the  impact  of 
poverty  on  children,  child  care  and  child  support,  the  involvement  of  fathers  in  families,  and  the 
impact  of  public  assistance  on  child  well-being.    Network  members  have  provided  policy  makers 
and  program  administrators  with  relevant  Tmdings  from  basic  and  program  evaluation  research  to 
assist  in  finding  practical  answers  to  the  pressing  challenges  affecting  American  families  and 
children. 

IMMIGRATION 

Immigration,  legal  as  well  as  undocumented,  has  become  a  major  factor  in  the  growth  of  our 
country's  population.    NICHD  also  supports  demographic  research  on  immigration  and  ethnicity  in 
the  US.   The  findings  of  the  President  of  the  Population  Association  of  America,  Dr.  Douglas 
Massey,  are  a  case  in  point.    Dr.  Massey's  work  sheds  new  light  on  the  impact  immigrants  will 
have  on  American  society.    For  example,  unlike  their  predecessors  who  were  European,  the  new 
wave  of  immigrants  is  more  likely  to  be  from  Latin  America  and  Asia  and  faces  a  more  difficult 
challenge  in  achieving  economic  mobility.   In  addition,  this  new  wave  is  likely  to  assimilate  more 
slowly,  primarily  because  this  country's  current  immigration  patterns  are  expected  to  be  ongoing 
rather  than  occurring  in  waves  as  in  the  past,  and  because  immigration  has  become  so  concentrated 
geographically. 

The  growing  number  of  illegal  immigrants  has  spurred  an  interest  in  the  perceived  fiscal  and 
social  impact  on  the  US  population.   Dr.  Massey's  probe  of  the  underlying  dynamics  of  Mexican 
immigration  explains  why  policies  intended  to  discourage  illegal  immigration  have  often  failed. 
Massey's  research  team  gathered  a  history  of  moves  across  the  US-Mexico  border,  interviewing 
nearly  3,700  men  from  randomly  selected  Mexican  households  in  25  border  communities.   The 
study,  conducted  in  conjunction  with  the  University  of  Guadalajara,  spans  25  years,  and  has  found 
that  immigration  from  Mexico  to  the  US  has  been  going  on  for  six  decades  and  has  become  self- 
perpetuating  because  social  networks  of  Mexicans  living  and  working  in  the  US  continually 
expanded. 

As  the  economies  of  the  US  and  Mexico  become  increasingly  linked  to  each  other  and  the 
global  economy,  growing  economic  insecurity  in  Mexico  and  a  conscious  strategy  to  acquire  capital 
will  continue  to  drive  immigration  across  US  borders.    The  highest  probability  of  out-migration  is 
found  in  rural  communities  undergoing  rapid  growth  and  development,  where  mechanization  pushes 
men  out  of  traditional  occupations  in  agriculture  and  industrialization  creates  a  need  for  capital.   For 
these  workers,  the  US  represents  a  source  of  capital  and  a  buffer  against  the  social  changes 
confronting  Mexican  families.   Illegal  migration  is  part  of  the  labor  market  integration  occurring 
between  the  US  and  Mexico  and  strong  impetus  for  migration  will  probably  continue  until  Mexico 
moves  toward  a  high  level  of  economic  development.    Undocumented  immigrants  do  not  seem  to  be 
migrating  to  the  US  to  take  advantage  of  social  services. 

NATIONAL  INSTITUTE  ON  AGING 

While  NICHD  is  concerned  primarily  with  families  and  children,  the  National  Instihite  on 
Aging  (NIA)  focuses  on  the  changing  nature  of  the  elderly.    As  the  U.S.  population  ages  and 
Congress  contemplates  changes  in  Social  Security  and  the  health  care  system,  the  demographics  of 
the  elderly  become  even  more  important.    Monitoring  these  changes  requires  systematic  collection  of 
data  on  the  elderly,  their  retirement  decisions  and  their  health  status.    We  want  to  thank  this 
Subcommittee  for  its  strong  history  of  supporting  the  collection  of  data  which  allows  demographers 
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specializing  in  aging  to  study  questions  of  concern  relating  to  aging  issues.    Specifically,  we  are 
grateful  for  the  strong  support  for  the  Health  and  Retirement  Study  (HRS),  the  Asset  and  Health 
Dynamics  of  the  Oldest  Old  (AHEAD)  survey,  and  the  National  Long  Term  Care  Survey  (NLTCS). 
NIA  recently  established  nine  centers  on  the  Demography  of  Aging  to  serve  as  a  resource  for  policy 
makers  and  researchers  seeking  information  en  issues  that  affect  older  Americans.    As  Baby 
Boomers  approach  retirement,  the  need  for  this  information  will  become  even  more  important. 

While  HRS  focuses  on  retirement  decisions,  it  also  includes  data  on  disability,  work  history, 
health  and  health  insurance,  pensions  and  retirement  plans,  and  obligations  to  family  that  may  bear 
on  retirement  decisions.  The  first  wave  of  HRS,  questioning  people  aged  51-61,  was  completed  in 
March  of  1993,  with  a  response  rate  of  approximately  83  percent. 

As  more  data  from  wave  II  becomes  available  and  are  added  to  wave  I  records,  we  will  be 
able  to  see  better  how  the  economic  well-being  of  older  people  changes  and  measure  the  degree  to 
which  our  retirement  system  protects  older  Americans  from  drastic  drops  in  economic  well-being. 
New  HRS  data  will  enable  researchers  to  identify  the  factors  behind  the  retirement  decision  and  to 
estimate  the  importance  of  health,  employment  conditions  and  government  policy  on  the  retirement 
decisions  of  older  workers.  As  our  population  ages,  the  special  needs  of  the  elderly  will  have  a 
significant  impact  on  health  and  social  service  systems  in  the  US  over  the  coming  decades. 

As  an  ancillary  survey  of  the  HRS  which  focuses  on  people  over  70,  the  AHEAD  Survey 
provided  unique  information  on  the  dynamics  of  health,  economic  resources,  care  arrangements  and 
the  extended  family.    Research  indicates  that  at  least  three  out  ten  Americans  will  mark  their  85th 
birthdays,  and  in  coming  years  people  over  85  could  make  up  nearly  one  quarter  of  the  population. 
With  more  Americans  living  well  into  old  age,  "young"  old  people,  aged  65-74  will  be  caring  for 
older  and  frail  relatives.    There  is  no  historical  precedent  for  this  parent-support  role,  and  the 
quality  of  life  for  retirees  and  their  parents  may  become  an  important  political  issue.    New  research 
findings  indicate  that  the  health  of  America's  older  population  is  improving.    Studies  at  Duke 
University  show  that  rates  of  chronic  disability  among  the  elderly  are  declining  and  the  prevalence 
of  chronic  disease  conditions  are  also  dropping.    These  finding  indicate,  that  contrary  to  popular 
belief,  an  aging  population  does  not  necessarily  mean  a  sicker  population.    Using  data  from  the 
National  Long  Term  Care  Survey  (NLTCS),  demographers  at  Duke  University  found  that  between 
1982  and  1989  the  chronic  disability  rate  among  older  Americans  dropped  more  than  1  percentage 
point.   About  7.4  million  older  Americans  (age  65  -I-)  in  1995  or  one  in  four,  are  limited  by  a 
chronic,  disabling  condition.    As  our  population  ages,  how  fast  this  particular  population  group 
grows  has  important  implications  for  estimating  future  health  care  costs,  because  people  with 
chromic  disabilities  have  higher  than  average  acute  health  care  and  long  term  health  care  costs. 

Reductions  were  most  dramatic  at  the  oldest  ages  (85-I-).    Preliminary  findings  from  the 
1994  NLTCS  suggest  further  drops  in  disability  rates.    If  this  trend  continues,  it  could  have 
significant  implications  for  Medicaid  by  lowering  institutional  rates  and  shortening  time  spent  in  a 
nursing  home.    Medicare  might  also  see  cost  savings  because  people  with  chronic  disabilities  also 
tend  to  use  more  acute  health  care  services.    Given  these  newly  emerging  patterns,  we  are  likely  to 
see  changes  in  the  types  of  housing  and  service  arrangements  required  by  older  populations  as  the 
prevalence  of  certain  conditions  and  rates  of  disability  shift  over  time.    The  study  indicates,  for 
example,  that  elimination  of  dementia  could  save  billions  of  dollars  in  acute  and  long  term  health 
costs.    Advances  in  biomedical  research  could  greatly  influence  the  speed  with  which  chronic 
diseases  decline.    And,  higher  education  levels  of  the  next  generation  of  elderly  (Baby  Boomers)  are 
likely  to  contribute  to  lower  disability  rates.    As  the  numbers  of  those  eligible  for  Medicaid 
increase,  the  significance  of  these  findings  becomes  even  more  important. 

This,  then,  is  a  brief  description  of  some  of  the  exciting  research  being  pursued  by 
demographers.    That  research  would  not  be  possible  without  the  active  support  of  this  committee, 
for  which  we  are  most  grateful. 

Let  us  close  by  restating  our  support  for  a  6.5  percent  increase  for  NIH,  recognizing  that 
such  an  increase  will  allow  the  important  demographic  research  currently  underway  at  NICHD  and 
NIA  to  continue.    Let  us  also  state  our  recognition  of  the  importance  of  professional  judgement 
budgets  as  statements  of  need  in  the  individual  NIH  institutes.    With  this  recognition  in  mind,  PAA 
and  APC  support  proportional  distribution  of  the  6.5  percent  increase  at  NIH  as  represented  in  the 
professional  judgement  budgets  of  NICHD  and  NIA. 
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STATEMENT  OF  CYRUS  JOLLIVETTE,  VICE  PRESIDENT  FOR  GOVERN- 
MENT RELATIONS,  UNIVERSITY  OF  MIAMI  AND  DR.  RAYMOND 
BYE,  ASSOCIATE  VICE  RESIDENT  FOR  RESEARCH,  FLORIDA  STATE 
UNIVERSITY 

Mr.  Chairman,  first,  we  want  to  thank  you  for  the  opportunity 
to  present  testimony  before  your  Subcommittee.  Let  us  briefly 
describe  for  you  the  unique  relationship  that  the  Florida  State 
University  and  the  University  of  Miami  have  entered  into  recently. 
We  have  formalized  an  agreement  between  the  two  institutions  to 
expand  the  cooperative  research  and  educational  activities  that 
exist  between  these  two  institutions.  Greatly  increased 
interactions  have  occurred  this  year  as  a  result  of  this 
partnership--  a  partnership  that  is  unique  because  of  the  public- 
private  nature  of  the  two  institutions.  We  envision  cooperative 
research  ventures,  expanded  educational  exchanges  and  programming, 
and  potentially  joint  course  offerings  and  degrees.  These  are 
rapidly-changing  times  that  require  innovative  approaches  to 
maximizing  strengths  in  more  efficient  ways,  as  well  as  seeking 
more  and  different  collaborations  within  higher  education  and  the 
business  communities. 

The  three  projects  that  we  wish  to  bring  to  your  attention  are 
joint  projects  that  will  be  undertaken  by  our  two  institutions. 
The  first  will  lead  to  the  creation  of  a  Risk  Assessment  and 
Intervention  Lyceum  that  will  have  strong  ties  between  the  medical 
and  scientific  faculties  at  the  institutions.  The  Lyceum  will  be 
devoted  to  identifying,  synthesizing,  and  understanding  the 
interrelationships  between  various  "members";  to  assessing  the 
contribution  of  these  "members"  to  both  predisposition  and 
prevention  of  pathologies;  to  assessing  the  effectiveness  and  cost- 
effectiveness  of  various  interventions,  and  to  developing 
communications  and  educational  programs  on  effective  and  efficient 
strategies  for  professionals  and  the  lay  public. 

Over  the  past  25  years,  tremendous  strides  have  been  made  in 
the  biomedical,  physical,  psychological,  and  social  science  arenas. 
Yet  the  next  breakthroughs  to  improving  the  quality  of  life  and 
reducing  both  the  economic  and  social  costs  will  occur  in  our  areas 
where  interdisciplinary  teams  of  scientists  will  work.  The 
biomedical  and  physical  sciences  have  identified  a  large  number  of 
physical  "markers"  which  predispose  individuals  and  groups  to  well- 
defined  health  risks;  social  scientists,  working  with  biomedical 
and  physical  scientists,  have  also  identified  behavioral  and 
environmental  "markers"  which  influence  both  health  risks  and 
social  pathologies.  Yet  while  vast  sums  have  been  spent  on  the 
identification  of  these  markers  and  the  knowledge  about  the 
physical,  social,  and  behavioral  factors  that  influence  health  and 
social  pathologies,  the  return  on  these  investments  has  not 
measured  up  to  expectations.  Thus,  there  should  be  increased 
assessments  and  evaluations  of  the  various  preventive  strategies 
currently  employed. 

A  common  preventative  strategy  suggested  for  various 
pathologies  involves  the  identification  of  specific  risk  behaviors 
associated  with  each,  identifying  individuals  and  groups 
predisposed  to  the  pathology,  assessing  their  role  in  the 
manifestation  of  the  pathology,  and  finally  developing  and  testing 
cost-effective  and  efficient  interventions.  In  addition  to 
developing  these  strategies,  the  FSU-UM  consortium  will  have  a 
heavy  emphasis  on  training  of  students  and  professionals.  This 
consortium  will  draw  together  individuals  with  diverse  interests 
and  orientations  which  have  traditionally  been  separated  by 
academic  discipline  and  institutional  barriers.  This  joint  venture 
has  the  potential  to  provide  new  strategies  which  will  result  in 
massive  direct  cost  reductions  for  health  care  to  both  the  public 
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and  private  sectors.  Propd'rtionately  greater  savings  could  be 
achieved  through  developing  successful  interventions  to  reduce  some 
types  of  crime,  juvenile  delinquency,  violence,  substance  abuse, 
teenage  pregnancy,  and  a  host  of  other  social  pathologies  which  are 
increasing  viewed  as  medical/public  health  problems.  With  a  strong 
evaluation  and  assessment  component  included  in  this  effort,  we  are 
convinced  that  this  Risk  Assessment  and  Intervention  Lyceum  will  be 
highly  effective  and  cost  efficient  investment.  We  envision  a  $6-8 
million  annual  federal  investment  growing  with  the  addition  of 
private  funding  that  will  be  secured  to  make  this  effort  truly  a 
public -private  partnership. 

A  second  area  that  we  wish  to  call  the  Committee's  attention 
toward  is  the  tremendous  medical  applications  possible  from 
advances  in  magnet  technologies.  For  years,  the  United  States  saw 
its  lead  in  magnet  technology  slip  off-shore.  This  decline  is  now 
beginning  to  be  turned  around  since  the  establishment  of  the 
National  High  Magnetic  Field  Laboratory  at  Florida  State  University 
in  1990.  From  the  groundbreaking  for  the  facility  in  1991,  the 
Laboratory  has  quickly  become  a  world  leader  in  magnet  science  and 
technology,  with  the  rapid  development  of  the  world-class 
infrastructure  to  supporting  vigorous  user  and  science  programs. 
One  of  the  science  areas  ripe  for  exploitation  is  nuclear  magnetic 
resonance  (NMR) .  With  the  primary  facility  for  nuclear  magnetic 
resonance  (NMR)  research  in  Tallahassee,  it  is  planned  to  expand 
the  instrumentation  available  for  an  enhanced  user-oriented 
facility  in  this  key  area.  In  order  to  take  advantage  of  an 
existing  world-class  research  facility,  we  hope  to  continue  to 
attract  to  the  NHMFL  the  leading  experts  in  the  field  of  magnetic 
resonance.  With  enhanced  instrumentation  that  focuses  on  user 
needs,  the  NHMFL  will  continue  to  attract  users  for  its  high- field 
spectrometers,  its  employment  of  new  research  techniques, 
instruments  and  applications.  Specific  instrumentation  needs  in 
nuclear  magnetic  resonance  have  been  identified  in  order  to  push 
the  NHMFL  to  a  world-class  user  research  facility.  The  Nation's 
research  and  magnetic  technology  community  will  benefit  from  this 
enhanced  capability. 

A  third  area  we  wish  to  call  to  your  attention  is  PROJECT: 
BEGIN,  a  Centers  for  Disease  Control  program,  that  has  funded  14 
sites  nationally.  Two  of  the  sites  are  at  the  University  of 
Miami's  Debbie  Institute  and  Florida  State  University's  Center  for 
Prevention  and  Early  Intervention  Policy.  PROJECT:  BEGIN  (Bringing 
Early  Growth  and  Development  Into  Neighborhoods)  is  a  multi-site, 
multi-year  research  project  to  investigate  the  impact  of  intensive 
early  intervention  in  reducing  poor  performance  and  school  failure 
in  children  born  to  mothers  with  less  than  12  years  of  education. 
UM  and  FSU  will  focus  on  urban  and  rural  populations  respectively, 
with  over  1,000  Florida  families  involved  and  benefitting  from  this 
nine-year  study. 

The  focus  of  the  FSU  effort  is  on  the  Panhandle  region  of 
Florida,  a  region  that  has  a  high  proportion  of  illiteracy  and 
poverty  that  has  encompassed  several  generations  of  residents.  The 
UM  focus  is  on  a  highly-urban  population  that  is  highly  mobile  and 
rapidly  growing  multicultural  in  its  composition.  Together,  these 
two  sites  combined  to  maximize  the  effects  to  better  understand  and 
serve  these  very  diverse  but  highly  representative  national 
populations.  In  our  view,  both  BEGIN  efforts  should  have  a  very 
high  priority  for  continued  support. 

Mr.  Chairman,  these  are  only  three  of  the  numerous 
collaborative  activities  that  the  University  of  Miami  and  the 
Florida  State  University  are  undertaking.  This  is  indeed  a  new  era 
that  we  are  in,  and  we  think  that  innovative,  effective,  and 
efficient  partnerships  such  as  this  one  between  the  Florida  State 
University  and  the  University  of  Miami  are  the  wave  of  the  future. 
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STATEMENT  OF  KATHYE  GOROSH,  PROJECT  DIRECTOR,  COOK 
COUNTY/RUSH  HEALTH  CENTER,  CHICAGO,  ILL 

I  wowld  like  to  thank  the  Chairman  and  the  other  Members  of 
this  Committee  for  their  support  of  this  project.   Their 
commitment  to  the  Cook  County/Rush  Health  Center  has  encouaged  us 
and  our  supporters  in  the  private  sector  to  move  this  project 
forward . 


I .    The  Need  For  Coamunity  Partnerships  To  Co»bat 
the  HIV/AIDS  Epidemic 

While  the  federal  government  can  and  will  provide  leadership 
in  the  battle  against  AIDS  and  other  communicable  diseases,  these 
afflictions  will  ultimately  be  conquered  at  the  local  level. 
Therefore  this  nation  is  in  dire  need  of  a  community-based 
commitment  to  develop  and  coordinate  the  complex  medical  and 
social  interventions  necessary  to  effectively  address  these 
devastating  diseases. 

I  would  like  to  present  to  you  an  innovative  comunity- 
based,  public-private  partnership  located  in  the  Chicago 
metropolitan  area.   Cook  County  Hospital  and  Rush-Presbyterian- 
St.  Luke's  Medical  Center  have  combined  their  resources  to 
develop  the  Cook  County/Rush  Health  Center:  A  Partnership  for  the 
Prevention,  Care  and  Research  of  Communicable  Diseases. 

The  Chicago  Department  of  Public  Health  reports  that  the 
growth  of  the  AIDS  epidemic  for  the  most  recent  years  has  been 
approximately  20  percent  year  to  year.   It  is  estimated  that  the 
total  HIV  population  in  the  Chicago  Eligible  Metropolitan  Area 
( EMA )  is  over  35,000  men,  women  and  children.   Equally  alarming 
are  the  statistics  for  tuberculosis  and  sexually  transmitted 
diseases.   Between  1988  and  1993,  there  was  a  14  percent  increase 
in  Illinois  of  reported  cases  of  tuberculosis,  80  percent  of 
which  were  in  Cook  County.   In  15  percent  of  the  cases  of 
tuberculosis  in  Chicago,  the  patient  also  has  AIDS. 

Likewise,  sexually  transmitted  diseases,  which  increase  the 
likelihood  of  HIV  transmission  at  least  three  to  five  fold,  have 
increased  at  alarming  rates  since  the  mid  1980's.   An  over- 
whelming majority  of  reported  syphilis  and  gonorrhea  cases  in 
Illinois  are  In  Cook  County  -  compromising  84  percent  of  the 
syphilis  cases  and  72  percent  of  the  cases  of  gonorrhea  in  1993. 
Chlamydia  has  increased  nearly  five  fold  since  1987  when  it 
became  reportable  as  a  sexually  transmitted  disease  in  Illinois. 
Yet,  regardless  of  these  dramatic  statistics  and  obvious  public 
health  need,  no  comprehensive  community-based  system  of 
specialized  outpatient  care  and  support  services  is  in  place  to 
help  reduce  unnecessary,  disruptive,  and  costly  hospitalization 
while  maintaining  the  quality  of  life  for  people  with  HIV. 

Currently,  Cook  County  Hospital  and  Rush-Presbyterian-St . 
Luke's  Medical  Center  treat  most  of  Chicago's  medically 
underserved  HIV/AIDS  population,  over  85  percent  of  whom  are 
minority  patients.   The  number  of  new  AIDS  cases  continues  to 
rise  substantially,  particularly  among  Chicago's  minority 
population.   The  epidemic  was  initially  located  in  the  white 
community,  but  has  since  shifted  dramatically  to  the  Hispanic  and 
African-American  communities. 

Cook  County  Hospital  cares  for  approximately  30  percent  of 
the  HIV  population  receiving  care  in  the  Chicago  area.   Cook 
County  Hospital  treats  75  percent  of  infected  women  and  25-30 
percent  of  infected  children  in  the  City  of  Chicago.   Estimates 
project  that  by  2000,  the  census  at  Cook  County  Hospital's 
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ovitpal  ietit  HIV  clinics  will  increase  almost  five-fold  at  75,000 
visits  per  year.   In  the  face  of  this  crisis,  existing 
facilities,  such  as  Cook  County  Hospital's  outpatient  HIV  clinics 
and  Rush-Presbyterian-St .  Luke's  Medical  Center's  Infectious 
Disease  Outpatient  Clinic,  simply  do  not  have  the  space  or  are 
not  fully  equipped  to  provide  comprehensive  diagnosis,  treatment 
and  support  services. 

The  Cook/Rush  Health  Center  will  provide  a  vital,  yet 
currently  missing,  link  between  primary  care  providers  and  the 
sophisticated  medical  services  of  institutions  like  Cook  County 
Hospital  and  Rush-Presbyter ian-St .  Luke's  Medical  Center.   The 
Center  will  also  be  a  hub  linking  the  growing  network  of  public 
and  private  community-based  health  care  providers,  helping  them 
to  avoid  duplication  of  services. 

II.   Cook  County/Rush  Health  Center:  A  Unique  Conwunity 
Partnership 

In  order  to  meet  the  need  for  care  and  support  services  for 
AIDS  patients,  coordination  with  community-based  providers  is 
essential  to  avoid  wasteful  and  costly  duplication.   The  Cook 
County  Hospital  and  Rush-Presbyterian-St .  Luke's  Medical  Center 
have  recognized  this  need  and  combined  their  resources  to  develop 
the  Cook  County/Rush  Health  Center:  A  Partnership  for  the 
Prevention,  Care  and  Research  of  Communicable  Diseases. 

The  Center  will  be  a  unique,  specialized  health  center  for 
prevention,  diagnosis,  treatment,  and  clinical  research  of  HIV/ 
AIDS  and  related  communicable  diseases.   The  state-of-the-art, 
free-standing  outpatient  facility  will  combine  and  expand  the 
capabilities  of  both  institutions.   The  Cook  County/Rush  Health 
Center  represents  an  investment  in  an  essential  piece  of  the 
public  health  infrastructure  of  Chicago  and  will  serve  as  the 
referral  and  resource  hub  for  the  growing  network  of  public  and 
private  community-based  health  care  providers  in  the  metro- 
politan area.   It  will  add  a  missing  link  in  AIDS  care  -  an 
outpatient  specialty  care  center  that  offers  an  array  of  services 
to  community-based  providers  and  individuals.   It  will  transform 
the  delivery  of  care  by  providing,  in  a  single  location, 
specialized  care,  access  to  clinical  research  trials  and 
prevention  services  that  have  not  been  available  elsewhere  in  the 
community.   For  example,  physicians  and  community-based  providers 
can  refer  patients  to  the  Center  for  special  procedures  such  as 
bronchoscopes,  to  participate  in  clinical  research  trials,  or  to 
ensure  a  definitive  diagnosis.   Patients  can  then  return  to  their 
own  doctors  or  clinics  in  their  community  for  continuing  care. 
Additional  services  will  include  prevention,  education,  clinical 
trials,  and  24-hour  consultation. 

On-site  support  services  and  specialty  care  will  be 
available  for  individuals  and  families  confronting  HIV  disease. 
Among  other  services  the  Center  will  offer: 

*  a  prevention  and  education  program 

*  a  screening  and  treatment  clinic 

*  a  comprehensive  HIV  primary  care  center 

*  specialized  pediatric  and  obstetric/gynecological  care 
for  infected  women  and  their  families  -  at  the  same  time 
and  in  the  same  setting 

*  a  clinical  research  center 

*  complimentary  therapies  such  as  acupuncture  and  massage 
therapy  to  help  HIV-infected  persons  manage  physical 
and  mental  stress 

*  nutritional  services 

*  case  management  services,  including  referrals  for  in- 
home  nursing  care,  day  and  respite  care,  hospice  care 
and  legal  and  financial  services 
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Tn  addition  to  treatment,  the  Center  will  provide  multi- 
disciplinary  training  in  specialized  services  for  HIV  to 
physicians  and  other  health  care  professionals,  including 
clinical  care,  lectures,  clinic  observations,  and  psycholsocial 
i  ntervent  i  ons . 

The  new  center  will  be  located  in  a  neighborhood  of 
Chicago's  Westside  Medical  Campus.   This  location  is  convenient 
to  share  the  personnel  and  resources  of  both  hospitals  and  is 
readily  accessible  by  public  transportation.   Currently,  the  are* 
is  underdeveloped  and  thus  will  also  benefit  economically  from 
the  increased  activity  the  Center  will  bring. 


III.   Cook  County  Hospital  and  Rush-Presbyterian-St .  Luke ' s 
Medical  Center:  A  Tradition  of  Excellence 

Cook  County  Hospital  and  Rush-Presbyterian-St .  Luke's 
Medical  Center  are  Illinois'  largest  public  and  private 
hospitals.   Together  they  are  uniquely  qualified  to  develop  and 
operate  the  Center  to  respond  to  this  urgent  community  need. 

Cook  County's  HIV  Primary  Care  Center  has  achieved  a  level 
of  expertise  in  HIV  prevention,  model  services,  primary  care,  and 
research  since  it  was  created  in  1983.   Over  the  past  ten  years, 
Cook  County  Hospital  has  cared  for  about  30  percent  of  the  HIV 
population  receiving  care  in  the  Chicago  area,  and  is  the  largest 
single  HIV  provider  in  the  Midwest.   The  HIV  Center  specializes 
in  clinical  care,  training,  and  basic  and  clinical  research.   In 
1992  it  became  the  first  Center  of  Excellence  for  the  Bureau. 

Rush-Presbyterian-St.  Luke's  Medical  Center  is  both  a  major 
provider  of  HIV  services  and  a  nationally  recognized  leader  in 
clinical  HlV-related  research.   The  Rush  team  also  coordinates  an 
acclaimed  series  of  national  physician  training  sessions  on  HIV 
disease . 

Cook  County  and  Rush  currently  collaborate  on  HIV  research 
through  the  NIH-sponsored  AIDS  Clinical  Trial  Group  and  the 
Women's  Interagency  HIV  Study.   In  addition,  the  secitons  of 
Infectious  Disease  at  Cook  County  Hospital  and  Rush  are  in  the 
process  of  integrating  for  specialty  training  and  clinical  care. 
Collaborating  on  the  resources,  expertise  and  experience  of  the 
two  hospitals,  the  new  Health  Center  will  be  able  to  provide  the 
most  comprehensive  and  expert  care  available  in  the  country. 

As  of  1995,  there  are  over  35,000  cases  of  HIV  and  AIDS  in 
the  Chicago  EMA .   Of  those  approximately  11,000  are  receiving 
treatment  while  more  than  24,000  are  not  receiving  care.   The 
urgent  need  for  an  outpatient  HIV/AIDS  clinic  is  best  illustrated 
by  the  fact  that  one  out  of  every  ten  beds  at  Cook  County 
Hospital  is  occupied  by  a  person  with  HIV/AIDS.   It  is  futher 
estimated  that  approximately  30  percent  of  these  patients  could 
be  seen  on  an  outpatient  basis,  rather  than  be  admitted  for  more 
expensive  in-hospital  care,  if  such  specialized  services  were 
avai 1  able . 


IV.   A  National  Prototype 

In  joining  forces  to  provide  efficient  and  effective  health 
care  delivery,  this  partnership  of  the  largest  public  and  private 
hospitals  in  Illinois,  the  Cook  County/Rush  Health  Center  will 
address  a  critical  community  health  need  in  the  Chicago  area.   At 
the  same  time,  the  Center  will  be  a  prototype  institution, 
pioneering  a  unique  approach  never  before  put  together  in  a 
single  facility.   It  is  clear  that  the  Cook  County/Rush  Health 
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Center  will  be  a  national  prototype  to  manage  HIV/AIDS  and  other 
communicable  diseases  for  health  care  initiatives  looking  to 
eliminate  duplication  and  promote  collaboration.   Other  cities 
and  regions  dealing  with  the  AIDS  epidemic  will  be  able  to  learn 
from  and  apply  this  model  to  their  own  community  needs. 

The  total  estimated  cost  to  construct  the  Cook  County/Rush 
Health  Center  is  $25  million.   The  Cook  County  government  has 
agreed  to  provide  the  land  for  the  Center.   In  addition, 
approximately  one-half  of  the  total  project  cost  will  be  raised 
from  private  and  non-federal  funds.   While  seeking  special 
federal  assistance  for  building  the  facility,  the  two  cooperating 
hospitals  will  provide  the  staff,  services,  and  other  operational 
costs  for  the  Center  from  their  own  resources. 

In  light  of  the  Subcommittee's  support  for  unique  public 
health  initiatives,  we  are  requesting  that  you  include  $2  million 
for  the  establishment  of  the  Cook  County/Rush  Health  Center  in 
the  FY  97  Labor,  Health  and  Human  Services,  Education 
Appropriations  bill. 

Thank  you,  Mr.  Chairman,  for  your  consideration  of  our 
request . 

STATEMENT  OF  PAUL  KATZ,  M.D.,  ON  BEHALF  OF  THE  AMERICAN 
COLLEGE  OF  RHEUMATOLOGY 

The  American  College  of  Rheumatology  (ACR)  is  the  professional  organization  of  rheumatologists.  It 
includes  practicing  physicians,  research  scientists,  nurses,  physical  and  occupational  therapists,  and 
other  associated  health  professionals  who  are  dedicated  to  preventing  disability,  healing  and  eventually 
curing  more  than  1 00  types  of  arthritis  and  related  disabling  and  sometimes  fatal  disorders  of  the  joints, 
muscles,  and  bones.  We  are  pleased  to  have  the  opportunity  to  provide  our  views  concerning  fiscal 
year  1997  funding  for  the  National  Institute  of  Arthritis  and  (Musculoskeletal  and  Skin  Diseases  (NIAIVIS) 
within  the  National  Institute  of  Health  (NIH). 

The  entire  December,  1 995  issue  of  our  journal,  Arthritis  Care  and  Research,  was  devoted  to  the 
Impact  of  arthritis  and  related  conditions  on  the  individuals  who  have  them,  their  families,  and  on 
society;  now  and  in  the  future.  This  topic  was  a  logical  choice,  as  we  look  toward  the  end  of  the  century, 
when  the  "baby  boomer"  generation  approaches  the  stage  of  life  when  having  arthritis  becomes 
commonplace.  Overall,  the  importance  of  nonfatal  conditions  (such  as  arthritis)  in  determining  the 
health  of  the  population  has  become  predominant  over  recent  years,  since  the  prevalence  and  severity 
of  fatal  conditions  has  dramatically  declined  during  this  same  time  period.  No  condition  impairs  the 
quality  of  life  of  more  older  adults-and  does  so  to  a  greater  extent-than  does  arthritis.  In  the  elderly 
population,  there  is  an  increased  likelihood  that  an  individual  will  have  two  or  more  chronic  conditions, 
and  there  is  an  association  between  the  number  of  conditions  present  in  one  person  and  the  occurrence 
of  disability.  The  provision  of  care  to  people  who  are  disabled  contributes  significantly  to  the  financial 
costs  paid  by  the  government,  private  insurers,  and  to  society  as  a  whole;  and  this  is  expected  to 
increase  in  the  decade  ahead. 

Arthritis  means  swelling,  pain  and  loss  of  motion  in  the  joints  of  the  body.  There  are  more  than  100 
diseases  that  cause  this  condition.  These  diseases  are  typically  chronic-causing  cause  life-long  pain 
and  disability.  These  diseases  are  also  very  common,  and  extremely  costly.  Although  some  forms  of 
arthritis  are  predominant  in  older  individuals,  arthritis  also  affects  children  and  adults  of  all  ages. 

•  Arthritis  ranks  #1  among  the  ten  leading  health  problems  of  individuals  age  50  and  older. 

•  One  in  7  Americans  has  some  form  of  arthritis;  by  the  year  2020,  it  is  expected  that  this  will 
increase  to  one  in  5. 

•  Total  costs  of  all  types  of  arthritis  and  related  diseases  amount  to  about  $55  billion  each  year. 

Through  an  increased  investment  in  research,  better  treatments  and  management  strategies  can  be 
developed,  which  will  lead  to  reduced  costs,  and  improvements  in  the  quality  of  life  for  individuals  with 
these  diseases.  Our  ability  to  take  advantage  of  this  opportunity  will  become  increasingly  important  as 
arthritis  and  related  diseases  become  more  prevalent  in  our  nation's  aging  population.  (See  specific 
information  in  chart  form,  page  4). 
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Table  3.     Estimated  1990  and  projected  2020  numbers  (in  thousands)  and  prevalence  rates  of 
arthritis  and  other  rheumatic  conditions  and  activity  limitations  attributed  to  these  conditions  in  the 
United  Slates,  by  stale* 


Self-reported  arthritis. 

Self-reported  activity  limitation 

from 

and  other  rheumatic  condilions 

arthritis  and  other  rheumatic  com 

ditions 

1990 

2020 

1990 

202C 

1 

Number 

Rale 

Number 

Rate 

Number 

Rate 

Number 

Rale 

Untied  Slates 

37.943 

15.0 

59.389 

18.2 

6.964 

2.8 

11.581 

3.6 

Alabama 

679 

16.7 

1.037 

198 

134 

3.3 

216 

4.1 

Alaslca 

54 

10.0 

95 

11.0 

8 

1.5 

15 

1.8 

Arizona 

536 

14.6 

1.053 

18.4 

95 

2.6 

201 

3.5 

Arkansas 

417 

17.5 

646 

21.5 

81 

3.4 

132 

4.4 

California 

4.000 

13.4 

7.401 

15.4 

697 

2.3 

1.379 

2.9 

Colorado 

452 

13.6 

831 

17.1 

77 

2.3 

155 

3.2 

Connecticut 

476 

14.2 

625 

17.3 

82 

2.4 

114 

3.1 

Delaware 

108 

16.1 

172 

19.7 

21 

3.0 

35 

4.0 

DC. 

99 

16.1 

116 

18.2 

23 

3.8 

27 

4.3 

Florida 

2.471 

19.1 

4.803 

24.7 

491 

3.8 

1.011 

5.2 

Georgia 

965 

14.8 

1.795 

19.0 

184 

2.8 

370 

3.9 

Hawaii 

131 

12.0 

266 

14.7 

20 

1.9 

48 

2.6 

Idaho 

143 

14.0 

265 

16.6 

25 

2.4 

49 

3.0 

Illinois 

1.822 

15.7 

2.416 

18.3 

347 

2.9 

484 

3.7 

Indiana 

897 

15.9 

1.248 

19.2 

163 

2.8 

241 

3.7 

Iowa 

485 

17.0 

607 

20.0 

89 

3.0 

115 

3.8 

Kansas 

406 

16.2 

592 

18.9 

75 

2.9 

113 

3.6 

Keniucky 

617 

16.6 

874 

20.3 

115 

3.1 

173 

4.0 

Louisiana 

638 

IS.O 

939 

18.1 

126 

2.9 

196 

3.8 

Maine 

178 

143 

250 

17.8 

29 

2.3 

44 

3.1 

Manland 

745 

15.5 

1.158 

184 

141 

2.9 

243 

3.9 

Massachusetts 

863 

14.0 

1.091 

17.1 

148 

2.4 

198 

3.1 

Michigan 

1.469 

15.0 

1.908 

184 

273 

2.9 

384 

3.7 

Minnesota 

695 

15.5 

1.056 

19.5 

123 

2.7 

198 

'37 

Mississippi 

410 

158 

620 

20.0 

84 

3.2 

132 

4.3 

Missouri 

870 

167 

1.225 

20.0 

164 

3.1 

242 

3.9 

Montana 

121 

14.9 

183 

17.0 

21 

2.6 

34 

3.2 

Nebraska 

263 

16.3 

359 

19.1 

48 

2.9 

68 

3.6 

Nevada 

173 

14.4 

380 

17.7 

29 

2.5 

71 

3.3 

New  Hampshire 

148 

13.1 

242 

17.3 

24 

2.1 

42 

3.0 

New  jersey 

1.093 

140 

1.494 

16.5 

194 

2.5 

277 

3.1 

New  Mexico 

198 

13.0 

375 

16.0 

35 

2.3 

69 

3.0 

New  York 

2.488 

13.6 

3.056 

16.0 

458 

2.5 

578 

3.0 

North  Carolina 

1.087 

16.4 

1.882 

20.9 

210 

3.1 

392 

4.4 

North  Dakoia 

105 

16.1 

134 

18.7 

19 

2.8 

25 

3.5 

Ohio 

1.793 

16.2 

2.333 

19.7 

333 

3.0 

462 

3.9 

Oklahoma 

520 

16.3 

758 

18.9 

98 

3.1 

150 

3.7 

Oregon 

441 

15.4 

753 

17.2 

78 

2.7 

140 

3.2 

Pennsylvania 

1.839 

15.2 

2.240 

17.7 

319 

2.6 

409 

3.2 

Rhode  Island 

150 

147 

190 

17.4 

26 

2.5 

34 

3.1 

South  Cdfollna 

547 

15.7 

945 

20.1 

107 

3.1 

199 

4.3 

South  Dakoia 

116 

162 

159 

18.4 

21 

2.9 

30 

3.5 

Tennessee 

823 

167 

1.345 

20.1 

157 

3.2 

273 

4.2 

Texas 

2.273 

13.2 

4.626 

18.0 

441 

2.5 

909 

36 

Utah 

201 

11.6 

383 

13.9 

33 

1.9 

69 

2.5 

Vermont 

76 

133 

no 

16.7 

12 

2.1 

19 

29 

Virginia 

956 

15  5 

1.627 

194 

181 

2.9 

332 

40 

Washington 

704 

14  4 

1.350 

170 

121 

2.5 

249 

3.1 

West  Virginia 

331 

18  : 

394 

:i3 

62 

3.4 

78 

iZ 

Wisconsin 

799 

160 

1.158 

198 

143 

2.8 

222 

38 

Wyomini! 

62 

13  5 

96 

14  6 

11 

2.3 

1' 

2.6 

■  See  If II  (or  mcihodi  Raiei  I*""!  o(  pefMnj  v.iih  inhnin  »nd  oiher  rr\»umjiic  condiiioni  or  »ctivii\-  limililion  jitribuied  lo  these 
conOiiioni  jppiv  10  ihe  e r>iire  populiiion  o(  the  luie  For  eiample.  in  Aiabamt  in  :o:o  i  proiecied  19  ir.  of  the  Jiaie  i  population 
will  havr  jnhriiii  and  other  rheumatic  conaitionv  and  4  f*  o(  the  states  population  will  have  activity  limitation  jitnbuted  to 
these  conOitiont 

Helmick.  G.,  Charles,  et  al..  Arthritis  and  Other  Rheumatic  Conditions:  Who  Is  Affected  Now.  Who  Will  Be  Affected  Later? 
Aithrilis  Care  and  Research,  Vol.  8,  No.  4,  December  1995,  p.  207. 
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I.  Arthritis  research  advances  and  opportunities: 

Rheumatoid  arthritis  (RA)  is  a  chronic  disease  that  causes  pain,  swelling  and  loss  of  function  in  the 
joints  and  inflammation  in  other  organs.  RA  often  attacks  people  in  the  very  prime  of  life--between  ages 
20  and  45--and  it  affects  women  more  frequently  than  men.  Currently,  more  than  two  million  work  days 
are  being  lost  each  year  due  to  this  disease.  Total  health  care  costs  for  people  who  have  rheumatoid 
arthritis  (about  2  million  individuals)  average  three  times  higher  than  for  those  who  do  not  have  the 
disease. 

NIAMS-sponsored  research  has  showed  that  a  combination  of  two  drugs,  one  used  in  chemotherapy  to 
fight  cancer,  (methotrexate)  and  the  other  used  to  prevent  rejection  of  transplanted  organs,  (cyclosporin) 
shows  promise  for  the  treatment  of  RA.  Although  methotrexate  has  provided  relief  for  many  people  with 
RA,  it  has  not  worked  well  in  all  patients.  This  study  showed  that  used  in  combination  with  cyclosporin, 
methotrexate  becomes  more  effective.  A  NIAMS-sponsored  clinical  trial  found  that  the  antibiotic 
minocycline  Is  another  drug  that  can  be  added  to  the  arsenal  of  treatments  for  RA.  Patients  receiving 
minocycline  in  this  clinical  trial  had  reduction  in  joint  pain  and  swelling,  with  only  mild  side  effects.  How 
effective  minocycline  is--compared  to  other  treatments  for  RA--remains  to  be  determined,  however.  In 
addition,  more  research  must  be  conducted  to  begin  to  explain  how  minocycline  works,  something  this 
clinical  trial  did  not  address. 

Significant  research  opportunities  exist  in  research  relating  to  other  forms  of  arthritis  and  related 
diseases,  as  well.  For  example,  more  research  needs  to  be  done  on  osteoarthritis  (the  most  common 
form  of  the  disease)  to  understand  agents  which  may  prevent  progression  of  the  disease.  Innovative 
immunosuppressive  and  hormonal  therapies  must  be  studied,  aimed  at  improving  our  ability  to  treat 
lupus,  (also  called  SLE),  an  autoimmune  disease  which  affects  women  nine  times  more  frequently  than 
men,  and  black  women  three  times  more  often  than  white  women.  Scleroderma,  which  literally  means 
"hard  skin,"  is  potentially  life-threatening  due  to  damage  that  occurs  to  internal  organs  from  excessive 
accumulation  of  the  protein  collagen.  Research  on  immunosuppressive  therapy  of  this  disease  in  the 
lungs  is  just  one  example  of  an  important  area  for  further  study. 

Basic  research  also  has  direct  implications  for  finding  new  approaches  to  treatment  and  prevention  of 
disease.  A  sampler  of  recent  progress  made  by  NIAMS  scientists  and  grantees  includes  the  following: 

•  Cartilage  studies  in  mice  that  indicate  that  the  antibiotic  doxycycline  can  reduce  cartilage 
breakdown  and,  at  higher  doses,  stimulate  cartilage  growth.  The  drug  may  therefore  prove  to 
be  effective  against  rheumatoid  arthritis  and  osteoarthritis. 

•  New  evidence  that  rheumatoid  arthritis  can  be  induced  by  a  protein  present  in  bacteria;  this 
finding  offers  a  potential  new  focus  for  prevention  strategies.  Studies  that  show  several  genes 
may  make  people  susceptible  to  lupus;  NIAMS  has  just  funded  a  new  registry  and  repository  to 
help  identify  families  with  lupus  and  obtain  tissue  for  genetic  studies. 

•  New  mouse  models  of  lupus  that  have  shown  that  specific  features  of  this  disease  are 
associated  with  specific  genes.  Studies  of  these  models  help  increase  understanding  of  the 
causes  and  mechanisms  of  the  disease  and  also  provide  clues  for  new  therapies. 

•  The  identification  of  genetic  risk  factors  in  lupus  that  could  indicate  which  patients  risk  severe 
disease  and  therefore  may  warrant  earty,  aggressive  treatment.  Recent  studies  yielded  two 
such  risk  factors-absence  of  the  C4a  gene  and  changes  in  the  Fc  receptor  gene.  C4a  and  the 
Fc  receptor  are  involved  in  removal  of  molecules  known  as  immune  complexes,  which 
otherwise  stay  in  the  body  and  may  cause  tissue  injury. 

•  Discovery  of  a  new  enzyme  (JAK3)  involved  in  regulating  white  blood  cell  growth  and 
development.  Defects  in  the  JAK3  enzyme  were  found  to  be  responsible  for  severe  immune 
deficiency  In  some  children.  This  finding  suggests  that  JAK3  will  be  a  good  target  for  designing 
new  drugs  to  treat  autoimmune  disease  and  transplant  rejection. 

Another  area  of  concern  to  us  is  support  for  training  new  scientists.  The  ACR  believes  that  there  is  an 
overwhelming  need  to  provide  for  the  renewal  and  expansion  of  the  intellectual  capital  that  is  essential 
to  the  research  enterprise.  When  the  likelihood  of  an  approved  research  grant  proposal  being  funded 
declines,  the  brightest  young  scientists  become  discouraged  from  pursuing  research  careers- 
something  this  country  can  ill-afford.  Steps  must  be  taken  now  to  increase  the  grant  success  rate,  in 
order  to  actively  encourage  new  scientists  to  undertake,  and  remain  in,  research  careers.  The  ACR 
urges  that  additional  funds  be  provided  to  the  National  Res&arch  Service  Award  (NRSA)  program,  which 
supports  both  pre-doctoral  and  post-doctoral  students.  These  additional  funds  would  permit  the  NIH  to 
support  the  same  number  of  trainees  in  FY  1997  as  in  recent  years.  Over  the  past  two  decades,  the 
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training  of  physician-scientists  (MD-PliDs)  lias  proven  to  be  among  the  most  productive  ways  to 
integrate  basic  science  with  clinical  research.  We  therefore  also  support  a  modest  Increase  in  the 
number  of  MD-PhD  students  trained  under  the  NIH  l^edical  Scientists  Training  Program  (fvlSTP). 

II.  Funding  Recommendation  and  Justification: 

Discussion  of  medical  research  opportunities  and  the  emerging  health  care  needs  of  an  aging  nation  is 
properly  a  pari  of  the  national  political  debate.  Even  at  a  time  when  policymakers  are  locked  in 
disagreement  over  the  role  of  the  government  in  our  daily  lives,  there  is  broad  consensus  that  the 
federal  government  must  continue  to  invest  in  biomedical  research.  Americans  understand  that  NIH- 
supported  research  saves  lives,  saves  dollars,  and  stops  human  suffering.  In  a  1992  poll  of  public 
opinion,  91%  of  adults  surveyed  favored  higher  spending  on  medical  research.  Specifically,  both 
policymakers  and  the  public  recognize  the  importance  of  research  funding  directed  to  chronic  conditions 
such  as  arthritis,  as  it  relates  to  savings  in  national  health  care  costs. 

Arthritis  research  is  cost-effective:  While  arthritis  and  related  diseases  cost  our  nation  more  than  $55 
billion  each  year,  we  have  the  potential  to  reduce  the  costs  through  research.  The  costs-savings  that 
have  been  made  possible  through  improved  therapy  for  kidney  disease  resulting  from  lupus  and  from 
bone  density  screening  and  hormone  replacement  therapy  in  women  at  risk  for  osteoporosis  are  only 
two  examples.  If  our  federal  commitment  can  be  strengthened,  biomedical  research  will  continue  to  yield 
improvements  in  treatment  for  patients  and  better  management  strategies.  As  such  advances  are 
made,  costs  of  insurance  and  other  costs  borne  by  the  govemment-including  costs  associated  with 
long-term  care  and  worker's  compensation-will  significantly  decline.  If  our  federal  investment  In  arthritis 
research  is  increased,  Members  of  Congress  can  feel  confident  that  research  progress  is  being  made  in 
disease  prevention  so  that  fewer  resources  will  be  needed  to  support  disability  care  of  our  aging 
population. 

ACR  asks  that  Congress  provide  adequate  funding  for  NIAMS  for  Pr'  97.  We  recommend  providing  the 
institute  with  an  increase  of  approximately  6.5%  for  FY  97:  from  $241 .8  million  to  $258  million.  This 
increase  is  by  no  means  sufficient  to  accommodate  the  vast  amount  of  highly-rated  research  proposals 
available.  It  does,  however,  represent  a  reasonable  step  toward  the  ultimate  goal  of  aligning  the  level  of 
our  arthritis  research  commitment  more  closely  with  actual  needs,  within  the  context  of  the  necessity  for 
constraint  in  discretionary  spending. 

According  to  the  NIH  institute  directors,  to  ensure  that  fop-quality  research  opportunities  are  not  missed, 
the  NIH,  overall,  should  fund  at  a  minimum  one  out  of  three  meritorious  research  project  grant 
applications.  The  current  funding  of  only  one  of  five  meritorious  research  applications  has  resulted  in 
many  important  scientific  leads  being  delayed  or  lost.  The  ACR  supports  the  recommendation  of  the  Ad 
Hoc  Group  for  Medical  Research  Funding,  for  an  appropriation  of  $12.71  billion  in  funding  for  the  NIH, 
overall,  in  FY  97. 

We  appreciate  having  this  opportunity  to  support  a  6.5%  increase  in  funding  for  the  NIH,  and  particularly 
for  the  NIAMS,  for  FY  97.  We  pledge  to  work  with  the  subcommittee  to  support  this  result. 

STATEMENT  OF  JAMES  HUBBARD,  DIRECTOR,  NATIONAL  ECONOMICS 
COMMISSION,  ON  BEHALF  OF  THE  AMERICAN  LEGION 

The  American  Legion  is  pleased  to  submit  its  views  on  appropriations  for  the 
Veterans'  Employment  and  Training  Service  at  the  Department  of  Labor  for  Fiscal  Year 
1997.  The  Veterans'  Employment  and  Training  Service  (VETS)  assures  veterans,  those  in 
the  military  who  are  about  to  separate  from  active  duty,  and  reserve  component  members 
of  employment  opportunities  leading  to  economic  security.  Congress  established  VETS 
because  the  transitional  and  employment  needs  of  veterans  were  being  ignored. 

The  Department  of  Labor's  employment  and  training  programs  are  designed  to  help 
those  veterans  that  do  not  face  employability  barriers  --  those  that  are  job  ready.  VETS 
was  established  within  the  Department's  employment  and  training  system  to  help  those 
facing  employability  barriers.  Thus,  the  Employment  Service  system  gives  priority  of 
service  to  all  veterans,  with  additional  priority  given  to  special  disabled  and  disabled 
veterans.  Now,  the  Department  also  gives  special  attention  to  military  personnel  preparing 
to  separate. 
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This  is  an  agency  that  works  and  works  well.  Consider  the  following 
accomplishments  for  FY  1995: 

•  During  the  Program  Year  ending  June  30,  1994,  the  VETS  funded  programs  placed 
559,324  applicants  in  jobs  across  the  country. 

•  Provided  job  counseling,  vocational  guidance,  referral  to  training  placement  and  other 
employment  services  to  2  million  veterans. 

•  Placed  15,389  of  special  disabled  veterans  into  jobs. 

VETS'  programs  include  the  Disabled  Veterans'  Outreach  Program  (DVOP)  and 
Local  Veterans'  Employment  Representative  (LVER)  program,  which  VETS  funds  through 
state  employment  security  agencies;  the  Homeless  Veterans  Reintegration  Projects,  which 
are  grants  to  local  and  state  entities;  the  Job  Training  Partnership  Act  Veterans' 
Employment  Program  (JTPA-IVC),  which  consists  of  grants  to  states,  local  governments, 
Native  American  organizations,  non-profits,  etc.;  Veterans'  Reemployment  Rights  (VRR), 
which  are  safeguarded  by  the  VETS  staff  directly;  the  Transition  Assistance  Program  for 
military  service  members,  which  is  funded  through  states  and  contractors  in  partnership 
with  the  Departments  of  Veterans'  Affairs  and  Defense;  the  Federal  Contractor  Job  Listing 
program,  also  carried  out  by  the  VETS  staff,  with  LVER  staff;  and  Federal  Veterans' 
Preference  monitoring,  which  VETS  carries  out  in  coordination  with  the  Office  of 
Personnel  Management. 

The  LVER  has  a  primary  mission  of  coordinating  local  employment  office  efforts  to 
provide  priority  service  to  eligible  veterans.  In  Program  Year  1994,  LVER's  registered 
over  771,000  applicants  and  helped  over  177,000  into  jobs.  The  DVOP's  job  is  to  conduct 
outreach  for  disabled  veterans,  conduct  job  development  activities  with  employers,  and  to 
provide  case  management,  where  necessary,  for  customers.  During  the  program  year  cited 
above  these  people  registered  over  925,000  veterans  and  placed  almost  190,000  of  them 
into  jobs. 

One  of  the  additional  duties  of  the  Local  Veterans'  Employment  Representatives 
and  Disabled  Veterans'  Outreach  Program  specialists  is  to  conduct  Transition  Assistance 
Program  (TAP)  seminars  for  members  of  the  armed  services  who  will  leave  the  military 
within  180  days.  In  FY  1994,  over  3600  TAP  workshops  were  conducted  on  200  military 
installations  in  the  US.  More  than  163,000  military  members  and  their  spouses  attended 
these  seminars  where  they  were  provided  information  on  obtaining  civilian  employment 
and  were  provided  employability  information.  All  of  this  TAP  activity  was  accomplished 
as  an  "additional  duty"  by  the  LVERs  and  DVOPs. 

Many  of  these  programs  pay  for  themselves.  Under  the  DVOP  program,  for 
example,  it  costs  less  than  $440  to  help  a  disabled  veteran  into  a  job.  Unemployed 
veterans  normally  get  a  job  on  an  average  in  two  weeks  less  than  non-veterans. 
Nationally,  the  weekly  unemployment  compensation  averages  $200.  Thus,  the  savings  in 
unemployment  compensation  offset  the  services  offered.  If  the  taxes  collected  for  two 
weeks  are  added  to  the  unemployment  compensation,  then  between  the  revenues  raised  and 
unemployment  compensation  saved,  the  cost  per  placement  of  the  services  offered  is  paid 
for  without  adding  to  the  deficit. 

Recently  separated  veterans  are  the  most  likely  to  need  assistance  in  finding  a  job. 
In  many  cases,  some  military  skills  are  not  transferable  to  the  civilian  job  market.  Also, 
veterans  who  serve  in  the  military  face  difficulties  in  establishing  contacts  for  employment 
purposes.   Service  personnel  are  usually  stationed  away  from  their  local  community  which 
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serves  as  an  employability  barrier,  because  similarly  situated  non-veterans  from  the  same 
community  are  able  to  develop  a  network  of  contacts  to  help  them  obtain  jobs  in  their 
chosen  career  field.  Veterans  away  from  their  community  for  three  years  or  more  lack 
such  a  network.  In  addition,  being  away  from  the  community  further  serves  as  an 
employability  barrier,  because  it  makes  any  serious  job  search  more  difficult  for  the 
individual  still  on  active  duty,  particularly  if  they  are  assigned  overseas,  as  happens  for  one 
out  of  every  five  persons  separating  from  active  duty.  Recently  separated  veterans, 
particularly  those  who  are  20  to  34  years  of  age  suffer  the  highest  unemployment  rates  of 
all  veterans.  The  unemployment  rate  for  this  group  is  currently  11.8%.  VETS  labors  to 
help  these  young,  recently  separated  veterans  with  a  multitude  of  integrated  services,  to 
prevent  their  unemployment  and  ease  their  transition  to  careers  in  the  civilian  labor  market. 

These  veterans  have  attended  some  of  the  finest  technical  and  professional  training 
schools  in  the  world.  They  are  graduates  with  experience  in  health  care,  police  and 
investigative  work,  electronics,  computers,  engineering,  drafting,  air  traffic  control, 
nuclear  power  plant  operation,  mechanics,  carpentry,  and  many  other  fields.  Many  of 
their  skills  require  some  type  of  license  or  certificate  to  find  a  career  in  the  civilian 
workforce.  In  all  too  many  cases,  this  license  or  certificate  requires  schooling  which  has 
already  been  completed  by  attendance  at  an  armed  forces  training  institution. 
Unfortunately,  the  agencies  which  issue  the  license  or  certificate  do  not  recognize  the 
training  or  experience  already  completed.  As  an  example,  a  servicemember  who  treated 
gunshot  wounds  in  Operation  Desert  Storm  as  a  qualified  medic,  cannot  be  certified  as  an 
emergency  medical  technician  in  our  nation's  cities  without  additional  redundant  schooling. 

The  American  Legion  has  requested  the  United  States  Department  of  Labor  to 
undertake  a  study  to  determine  what  skills,  for  which  the  Department  of  Defense  provides 
training,  are  directly  applicable  to  a  civilian  career  and  for  which  a  license  or  certificate  is 
required.  Once  this  information  is  obtained,  it  will  be  relatively  easy  to  approach  the 
agencies  and  professional  organizations  and  perhaps  the  Congress  with  proposals  to  relieve 
these  previously  trained  and  exp)erienced  people  of  the  burden  of  redundant  schooling. 

The  Veterans'  Employment  and  Training  Service  and  its  state  partners  are  able  to 
assist  veterans  effectively  because  the  people  who  work  in  the  state  employment  security 
offices,  the  LVERs  and  DVOPs,  have  attended  one  or  more  training  courses  at  the 
National  Veterans'  Training  Institute.  This  institution  is  also  funded  by  VETS.  The 
courses  offered  all  have  to  do  with  making  sure  that  when  a  veteran  enters  a  job  service 
office,  the  people  who  serve  him  or  her  know  exactly  what  programs  may  be  available  and 
how  a  particular  veteran  fits  those  programs.  These  people  are  also  trained  in  needs 
assessment,  case  management,  and  other  important  skills. 

Funds  for  the  DVOP  and  LVER  positions  come  from  the  Federal  Unemployment 
Trust  Account.  Employers  pay  a  tax  for  every  employee  on  their  payrolls  into  the  FUTA. 
FUTA  currently  has  a  surplus  in  excess  of  1  billion  dollars.  The  American  Legion 
believes  that  those  of  us  who  purchase  goods  and^ services  from  America's  employers  are 
being  charged  for  a  benefit  not  received.  This  is  not  fair  to  the  American  taxpayer.  If  we 
are  not  going  to  provide  employment  services  with  proper  funding,  then  the  tax  should  be 
discontinued. 

Let  us  now  turn  to  funding  for  the  Veterans'  Employment  and  Training  Service  for 
FY  96.  In  order  to  carry  out  the  functions  mandated  by  Title  38,  USC,  as  well  as  those 
additional  duties  associated  with  the  Transition  Assistance  Program,  The  American  Legion 
recommends  that  the  Disabled  Veterans'  Outreach  Program  be  funded  at  a  level  of  $109.7 
million.  This  will  bring  DVOP  strength  up  to  the  statutory  levels  and  will  allow  218,000 
entering  employment  and  20,000  more  participants  in  the  Transition  Assistance  Program. 
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It  will  also  allow  better  cooperation  with  the  Vocational  Rehabilitation  Program  run  by  the 
Department  of  Veterans  Affairs. 

The  American  Legion  also  recommends  that  the  Local  Veterans'  Employment 
Representative  program  be  funded  at  a  level  of  $95  million  in  order  that  the  program 
function  at  the  level  mandated  by  law.  Funding  at  this  level  will  allow  for  services  to 
188,000  veterans  and  will  also  provide  for  increased  supporting  services.  The  American 
Legion  also  recommends  that  $3.1  million  be  provided  for  NVTI  for  FY  96. 

To  oversee  the  grants  made  by  the  agency  to  the  states,  a  staff  is  needed.  The 
American  Legion  recommends  a  funding  level  of  $23  million  be  provided  for  staff.  This 
funding  will  provide  a  reduced  staff  which  complies  with  the  presidential  initiative  of  an 
across-the-board  reduction  of  all  federal  agency  staff.  It  should  be  pointed  out  that  this 
agency  has  already  met  the  lower  staffing  targets  laid  out  by  the  President. 

State  Employment  Security  Agencies 

This  subject  would  not  be  complete  without  mention  of  the  agency  within  which  all 
veterans'  employment  activities  take  place.  The  Employment  and  Training  Administration 
funds  all  of  the  state  employment  security  agencies  from  the  Federal  Unemployment  Trust 
Account.  Without  proper  funding  for  these  state  agencies,  the  programs  designed  to  assist 
veterans  in  their  transition  from  active  military  service  to  a  civilian  career  would  not  be 
possible.  The  DVOPs  and  LVERs  work  for  the  state  agencies  in  the  state  job  service 
offices  and  depend  on  the  state  agencies  for  computer  support,  supervision,  and  office 
supplies  and  space.  It  is  imperative  for  the  state  employment  security  agencies  to  be 
properly  funded  in  order  for  the  veterans'  programs  to  be  effective. 

Service  Members  Occupational  Conversion  and  Training  Act 

This  legislation,  approved  initially  as  part  of  the  Department  of  Defense  downsizing 
program,  has  proved  to  be  especially  successful  in  moving  former  military  members  who 
are  lacking  civilian  skills,  into  civilian  jobs  after  an  appropriate  training  period. 
Individuals  who  have  served  in  the  combat  arms  such  as  armor,  infantry,  or  artillery  are 
particularly  well  qualified  for  the  SMOCTA  program.  They  possess  outstanding  leadership 
qualities  and  an  excellent  work  ethic,  but  lack  on-the-job  knowledge  in  industry.  This 
program  provides  that  knowledge  by  subsidizing  employers  for  their  wages  for  up  to 
$12,000  up  to  18  months  provided  that  a  training  curriculum  is  followed. 

The  initial  $75  million  was  transferred  to  the  Department  of  Veterans  Affairs  by  the 
Department  of  Defense.  The  Department  of  Labor  Veterans'  Employment  and  Training 
Service  became  involved  when  it  became  apparent  that  the  veterans'  representatives  in  the 
local  job  service  offices  have  access  to  most  of  those  former  military  members  needing 
training.  The  program  works.  To  date,  the  program  has  placed  almost  10,000  veterans  in 
certified  training  programs. 

Unfortunately,  the  program  will  expire  this  year.  The  Department  of  Defense  does 
not  wish  to  fund  the  program  as  part  of  its  budget  since  job  training  is  properly  a  Labor 
Department  function.  The  Assistant  Secretary  of  Labor  for  Veterans'  Employment,  with 
the  approval  of  the  Secretary  of  Labor,  included  a  line  item  in  his  budget  request  for 
training  under  the  Service  Members  Occupational  Conversion  and  Training  Act.  When  the 
Office  of  Management  and  Budget  reviewed  the  request,  it  disallowed  the  SMOCTA  line 
item  for  Labor  and  claimed  it  was  a  DoD  function.  We  urge  this  committee  to  resolve  the 
dispute  by  approving  $56  million  for  the  Veterans'  Employment  and  Training  Service  to 
conduct  training  under  this  program. 
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Title  rV-C,  Job  Training  and  Partnership  Act  (JTPA) 

Title  IV-C  of  the  Job  Training  Partnership  Act  is  the  section  which  provides  funds 
for  the  job  training  of  veterans  who  find  themselves  out  of  work  and  in  need  of  retraining. 
The  program  has  been  chronically  underfunded  since  its  inception.  In  FY  1995,  funding  in 
the  amount  of  only  $9  million  was  provided.  For  the  program  to  be  truly  successful, 
funding  in  the  amount  of  $60  million  is  more  in  order.  We  urge  this  committee  to  consider 
this  recommendation  favorably. 

One  other  area  where  the  Veterans'  Employment  and  Training  Service  has  enjoyed 
some  great  success  is  in  the  area  of  homeless  veterans.  About  one  third  of  the  homeless 
population  is  made  up  of  veterans.  Estimates  of  the  number  of  the  homeless  veterans 
population  range  in  the  vicinity  of  250,000.  In  the  past,  VETS  has  operated  the  Homeless 
Veterans  Reintegration  Program.  This  program,  operated  in  34  cities,  found  homeless 
veterans,  provided  shelter,  job  counseling,  and  job  placement.  To  date,  HVRP  has  placed 
over  4,000  veterans  in  jobs  and  made  them  taxpayers  instead  of  tax  users.  The  American 
Legion  urges  funding  in  the  amount  of  $10  million  to  continue  this  program. 

The  American  legion  appreciates  your  consideration  of  these  recommendations. 


STATEMENT  OF  DERRICK  L.  LATOS,  M.D.,  PRESIDENT,  RENAL 
PHYSICIANS  ASSOCIATION 

The  Renal  Physicians  Association  (RPA)  is  a  professional  organization  of  nephrologists  whose  goals 
are:  to  insure  the  optimal  care  under  the  highest  standards  of  medical  practice  of  patients  with  renal 
disease  and  related  disorders;  to  act  as  a  national  representative  for  physicians  engaged  in  the  study 
and  management  of  patients  with  renal  disease  and  related  disorders;  and  to  serve  as  a  major  resource 
for  the  development  of  the  national  health  policy  concerning  renal  disease.  The  RPA  is  pleased  to  have 
this  opportunity  to ,  rovlde  the  subcommittee  with  our  views  In  support  of  the  National  Institute  of 
Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK),  within  the  National  Institutes  of  Health,  and  the 
Agency  for  Health  Care  Policy  and  Research  (AHCPR). 

In  1991,  more  than  230,000  people  were  treated  for  end  stage  renal  disease  (ESRD)  in  the  U.S.,  the 
vast  majority  under  the  Medicare  program.  Between  1984  and  1991 ,  the  number  of  ESRD  patients 
doubled--to  one  patient  per  1 ,387  U.S.  resldents--and  the  number  of  ESRD  patients  Is  expected  to 
double  again  in  the  next  seven  years,  according  to  an  estimate  from  the  United  States  Renal  Data 
System  (USRDS).  The  incidence  of  ESRD  continues  to  rise  at  a  rate  of  over  8%  each  year.    The 
prevalence  of  ESRD  in  elderly  Individuals  has  increased  at  a  greater  rate  than  In  the  population  as  a 
whole;  Currently,  31%  of  all  dialysis  patients  are  over  the  age  of  65.  Minorities  are  four  times  as  likely 
as  non-minorities  to  develop  chronic  renal  failure,  and,  on  average,  they  are  younger  at  the  onset  of 
disease  than  are  non-minorities. 

Chronic  kidney  failure  can  be  caused  by  a  number  of  diseases.  In  26%  of  the  patients,  the  primary 
cause  of  ESRD  is  diabetes.  Hypertension  is  cited  as  the  primary  cause  in  24%  of  all  cases  and 
glomerulonephritis,  an  immunological  disease,  is  responsible  for  20%  of  the  cases.  Combined,  these 
three  diagnoses  are  responsible  for  7  out  of  1 0  cases  of  ESRD.  However,  different  factors  are  more 
prominent  in  different  populations.  For  example,  African-Americans  have  a  predominance  of 
hypertension  as  their  primary  cause,  while  diabetes  is  the  most  common  cause  of  ESRD  among  Native 
Americans.  Diabetes  predominates  as  a  primary  cause  in  women. 

In  1992,  the  total  direct  cost  of  ESRD  was  $9.5  billion.  Of  this  amount,  the  federal  government  paid 
$6.8  billion,  or  72%.  Medicare  payments  for  ESRD  are  growing  approximately  5%  annually  In  constant 
dollars,  (with  virtually  all  of  the  increase  attributable  to  the  increased  patient  population).  In  the  mid- 
1970's,  the  average  cost  per  ESRD  beneficiary  was  thirty  times  as  much  as  the  average  for  all  Medicare 
beneficiaries;  by  1991,  the  difference  was  reduced  to  nine  times  as  much.  The  RPA  believes  that 
efforts  directed  to  reducing  the  costs  of  chronic  renal  disease  should  be  a  high  priority,  along  with 
research  directed  to  identifying  basic  mechanisms  responsible  for  the  disease. 
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National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK): 

The  RPA  is  concerned  about  strengthening  our  federal  commitment  to  biomedical  research,  particularly 
research  relating  to  kidney  disease,  through  providing  increased  funding  for  the  NIDDK.  In  its  FY  96 
Report,  the  Committee  stated  that  "[it]...  urges  the  institute  to  provide  strong  support  for  research  that 
may  lead  to  reductions  In  the  burden  and  cost  of  kidney  disease."  HRept.  104-209,  page  64.  The  RPA 
agrees  with  the  Committee's  view,  and  pledges  to  work  collaboratively  with  the  Congress  and  the 
NIH/NIDDK  to  build  on  existing  research  efforts  with  important  new  initiatives. 

Current  Research 

f^/lillions  of  Americans  have  benefitted  from  dialysis  and  kidney  transplants.  However,  while  treatment 
can  prolong  life,  ESRD  remains  a  serious  medical  condition,  with  numerous  associated  complications. 
NIDDK-supported  investigators  have  made  significant  progress  that  sheds  light  on  the  causes, 
treatment,  and  preventic  i  of  kidney  disease. 


1 .  f^orbldltv  and  Mortality  in  Hemodialysis 

Since  the  early  1980's,  the  dialysis  pharmaceutical  industry  had  assumed  the  major  responsibility  for 
research  on  hemodialysis.  With  the  major  focus  of  Industry-supported  research  on  Improving  the 
hardware  involved  (e.g.  dialysis  membranes),  the  efficiency  of  the  dialysis  process  has  improved, 
although  very  little  Investigation  has  been  accomplished  along  other  lines,  and  the  patient  mortality  rate 
continues  to  be  unacceptably  high.  The  NIDDK  Hemodialysis  (HEMO)  Clinical  Trial  therefore  was 
initiated  to  explore  the  possible  benefits  of  a  higher  than  usual  dialysis  dose,  and  the  effect  of  high  flux 
(compared  to  conventional  flux)  on  morbidity  and  mortality  in  hemodialysis  patients.  Patient  recruitment 
began  in  April  1995  In  15  medical  centers  located  throughout  the  United  States.  Currently,  300  of  the 
900  expected  study  participants  have  been  recruited  into  the  trial.  Results  from  the  thai  are  expected  In 
2001. 

2.  USRDS  Special  Study  on  Morbidity  and  Mortality 

The  USRDS  is  a  contract-funded  database,  supported  by  NIDDK  in  collaboration  with  the  Health  Care 
Financing  Administration  (HCFA),  which  is  In  the  second  five-year  period  of  funding  .  The  purpose  of 
the  database  is  to  describe  the  demographics,  morbidity  and  mortality  of  ESRD  patients  in  the  United 
Slates.  The  USRDS  Dialysis  Morbidity  and  Mortality  Study  (DMMS)  is  a  special  data  collection  study 
coordinated  by  the  NIDDK  through  the  USRDS  Coordination  Center,  and  by  HCFA  through  the  HCFA 
ESRD  Networks.  The  study  will  evaluate  the  morbidity  and  mortality  experienced  by  ESRD  patients, 
adjusting  for  the  dialysis  prescription  and  for  the  presence  of  concomitant  physical  conditions  and 
diseases. 

The  DMMS  is  designed  as  a  2-year,  4  wave  study  of  a  total  of  24.000  patients.  The  USRDS  DMMS 
Wave  1  data  collection  effort,  which  began  March  1 ,  1995,  will  collect  data  on  dialysis  dose  (KtA/).  reuse 
practices,  vascular  access  problems,  and  nutrition.  Wave  2  Is  in  the  process  of  being  designed.  It  will 
consist  of  a  prospective  study  of  newly  diagnosed  hemodialysis  and  peritoneal  dialysis  patients.  The 
following  factors  are  being  considered  for  inclusion  in  Wave  2  of  this  study:  1 )  Prognostic  significance  of 
blood  pressure  measured  at  various  times  pre-dialysis,  intra-dialysis.  and  post-dialysis,  for  determining 
risk  of  mortality,  hospitalizations  and  other  morbidity  In  hemodialysis  patients;  2)  association  of 
clustering  of  hypertension,  diabetes,  hyperiipidemla  and  obesity  with  morbidity  and  mortality  in 
hemodialysis  and  peritoneal  dialysis  patients;  3)  association  of  outcomes  in  peritoneal  vs.  hemodialysis 
patients  with  dose  of  dialysis,  and  nutritional  status;  4)  selection  of  patients  to  peritoneal  vs. 
hemodialysis;  5)  association  of  factors  associated  with  patient  transportation  to  the  dialysis  unit  with 
cost  of  dialysis  and  quality  of  life;  6)  level  of  renal  function  at  start  of  ESRD  and  its  effect  on  outcomes; 
7)  quality  of  life  and  Its  predictive  value  for  mortality  and  morbidity  outcomes. 

3.  Renal  Transplantation 

Renal  transplantation  Is  the  optimal  replacement  therapy  for  many  individuals  with  end-stage  renal 
disease  (ESRD).  Since  genetic  matching  of  donor  and  recipient  is  important  for  transplant  outcome, 
intraracial  transplants  fare  better  than  interracial  grafts.  However,  only  approximately  10  percent  of 
cadaveric  kidneys  come  from  African  American  donors.  In  collaboration  with  the  Office  of  Research  on 
Minority  Health.  NIDDK  has  awarded  a  5-year  educational  grant,  the  National  Minority  Organ  Tissue 
Transplant  Education  Program  (MOTTEP)  to  promote  minority  donor  awareness,  and  to  improve  the 
donation  process  In  minority  communities. 
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Emerging  Opportunities 

Building  on  existing  research,  the  following  are  just  a  few  examples  of  new  initiatives  that  could  be 
undertaken  by  NIDDK,  if  sufficient  funds  are  provided  for  FY  97.  Adequate  funding  for  NIDDK  will  be 
critical  to  ensuring  that  many  important  kidney  disease  initiatives  can  be  accomplished. 

1.  Eariv  Kidney  disease  detection  initiative 

This  planned  initiative  will  stimulate  the  development  of  new  methods  for  detecting  early  renal  injury  diie 
to  such  conditions  as  diabetes,  hypertension  and  polycystic  kidney  disease,  and  will  allow  epidemiologic 
studies  of  risk  factors  for  kidney  injury,  which  should  ultimately  hasten  the  development  of  primary 
prevention  strategies  to  decrease  the  incidence  of  chronic  renal  insufficiency  and  renal  failure  in  the 
United  States. 

Currently,  there  is  no  means  to  document  the  presence  of  early  kidney  injury.  Proxy  tests  Include  tests 
of  kidney  function  (serum  creatinine  level,  GFR,  creatinine  clearance,  urine  concentration,  and  urinary 
excretion  of  acids.)  All  of  these  tests  are  insensitive  for  detecting  early  mild  kidney  dysfunction.  For 
instance,  a  rise  in  serum  creatinine  from  1 .0  to  2.0  only  occurs  when  1/2-3/4  of  kidney  function  has  been 
lost.  Although  glomerular  filtration  rate  (GFR)  is  currently  the  gold  standard  for  measuring  serial 
changes  in  kidney  function  as  a  proxy  for  progression  of  kidney  disease,  the  GFR  test  is  costly  to 
patients:  it  takes  several  hours  to  complete,  and  patients  must  undergo  fasting  and  water  loading  and 
withdrawal  of  certain  medications.  GFR  measurements  are  also  highly  variable  within  individuals. 
Urine  concentrating  ability  and  urine  acid  excretion  are  not  sensitive  measures  of  mild  kidney 
dysfunction.  This  initiative  will  stimulate  the  development  of  new  methods  for  detecting  early  kidney 
injury,  and  the  correlation  of  these  new  methods  with  currently  accepted  measurements  of  kidney 
function.  As  a  result,  it  is  expected  that  this  work  will  increase  the  number  and  sensitivity  of  tests 
available  to  clinicians  to  detect  kidney  injury  at  an  early,  and  hopefully  reversible  stage.   Although  this 
work  is  part  of  an  ongoing  initiative,  appropriation  of  sufficient  resources  to  NIDDK  for  FY  97  will  be 
important  to  ensuring  that  further  work  proceeds  as  expeditiously  as  possible. 

2.  Clinical  Study  Assessing  Kidney  Function 

One  mechanism  that  is  a  particularly  critical  part  of  the  Institute's  portfolio  is  clinical  trials--the 
mechanism  that  fosters  the  transfer  of  research  results  to  applications  in  patients.    In  recent  years,  the 
support  of  clinical  research,  NIH-wide,  has  not  kept  pace  with  advances  in  knowledge  or  current  health 
needs.  The  RPA  believes  that  Congress  should  appropriate  additional  funds  for  clinical  research,  in 
order  to  continue  current  efforts  and  undertake  new  initiatives.  One  area  in  which  there  is  a  promising 
opportunity  for  clinical  research  is  the  study  of  kidney  function.  There  is  currently  very  little  longitudinal 
data  on  the  risk  of  developing  renal  impairment  in  high  risk  populations.  However,  there  are  many 
ongoing  longitudinal  observational  trials  involving  patients  who  are  at  theoretically  higher  risk  of 
developing  renal  impairment  and  ESRD,  including  patients  with  hypertension,  diabetes,  hyperlipidemia, 
and  patients  who  are  elderly. 

A  great  deal  of  information  about  early  kidney  disease  could  be  obtained  by  using  sensitive  measures  of 
kidney  function  in  high  risk  patients  who  are  being  followed  in  longitudinal  observational  studies.  By 
focusing  on  these  higher  risk  patients,  scientists  may  enhance  their  understanding  of  the 
pathophysiology  of  kidney  injury  with  these  diseases.  In  addition,  new  measures  of  early  renal 
impairment  could  be  tested  in  these  studies  at  less  cost  than  would  be  required  for  a  de  novo 
longitudinal  trial  specifically  focused  on  kidney  Jisease.  This  initiative  is  at  a  preliminary  planning  stage. 

3.  Biology  of  Kidney  Disease  in  African  Americans 

RPA  is  also  strongly  committed  to  support  for  basic  research  and  to  elucidating  the  connection  and 
interrelation  between  basic  research  and  clinical  applications.  An  NIDDK  initiative  is  planned  to 
stimulate  investigations  in  the  basic  physiology  and  pathophysiology,  as  well  as  the  genetic  and 
immunogenetic  mechanisms  underiying  the  development  of  kidney  disease  and  hypertension,  and 
progression  to  end-stage  renal  disease,  in  African  Americans. 

Essential  hypertension  is  more  common  in  African-Americans  than  in  any  other  racial  group  in  the  U.S., 
and  available  data  also  suggest  that  Blacks  in  other  parts  of  the  worid  experience  high  prevalence  and 
incidence.  The  striking  differences  among  the  various  racial  groups  implicate  genetic  background  as  a 
risk  factor  for  hypertension,  and  evidence  exists  In  both  animal  models  and  in  humans  for  the 
involvement  of  a  variety  of  genes  in  the  etiology  of  the  disease.    Few  studies  are  available  that  explore 
the  underiying  physiology  and  pathogenetic  mechanisms  of  kidney  disease  and  hypertension,  and  none 
explore  the  pathogenetic  association  in  minority  populations,  especially  in  the  Black  population.  Work  in 
this  area  should  be  a  high  priority.   The  genes  and  the  immunogenetic  mechanisms  involved  are  also 
critical  pieces  of  this  complex  puzzle  that  need  to  be  investigated. 
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Another  area  of  concern  to  us  is  support  for  training  new  scientists.  The  RPA  believes  that  there  is  an 
ovenwhelming  need  to  provide  for  the  renewal  and  expansion  of  the  intellectual  capital  that  is  essential 
to  the  biomedical  research  enterprise.  When  the  likelihood  of  an  approved  research  grant  proposal 
being  funded  declines,  the  brightest  young  scientists  become  discouraged  from  pursuing  research 
careers-something  this  country  can  ill-afford.  Steps  must  be  taken  now  to  increase  the  grant  success 
rate,  in  order  to  actively  encourage  new  scientists  to  undertake,  and  remain  in,  careers  in  research.  We 
urge  that  additional  funds  be  provided  to  the  National  Research  Service  Award  (NRSA)  program,  which 
supports  both  pre-doctoral  and  post-doctoral  students.  These  additional  funds  would  pennit  the  NIH  to 
support  the  same  number  of  trainees  in  FY  1997  as  in  recent  years.  Over  the  past  two  decades,  the 
training  of  physician-scientists  (I^D-PhDs)  has  proven  to  be  among  the  most  productive  ways  to 
integrate  basic  science  with  clinical  research.  We  support  a  modest  increase  in  the  number  of  MD-PhD 
students  trained  under  the  NIH  Medical  Scientists  Training  Program  (MSTP). 

Funding  Recommendation 

RPA  asks  that  Congress  provide  adequate  funding  for  NIDDK,  for  FY  97.  We  recommend  providing  the 
institute  with  an  increase  of  approximately  6.5%  for  FY  97:  from  $771  million  to  $821  million.  This 
increase  is  by  no  means  sufficient  to  accommodate  the  vast  amount  of  highly-rated  research  proposals 
available.  It  does,  however,  represent  a  reasonable  step  toward  the  ultimate  goal  of  aligning  the  level  of 
our  kidney  disease  research  commitment  more  closely  with  actual  research  needs,  within  the  climate  of 
constraint  in  discretionary  spending. 


According  to  the  NIH  institute  directors,  to  ensure  that  top-quality  research  opportunities  are  not  i 
the  NIH  should  fund  at  a  minimum  one  out  of  three  meritorious  research  project  grant  applications.  The 
current  funding  of  only  one  of  five  meritorious  research  applications  has  resulted  in  many  important 
scientific  leads  being  delayed  or  lost.  The  RPA  supports  the  recommendation  of  the  Ad  Hoc  Group  for 
Medical  Research  Funding,  for  an  appropriation  of  $12.71  billion  in  funding  for  the  NIH.  overall,  in  FY 
97. 


Agency  For  Health  Care  Policy  and  Research  (AHCPRl: 

The  RPA  has  long  been  involved  as  an  advocate  for  socio-economic  research-that  is,  research 
focusing  on  the  organization  and  delivery  of  medical  care.  To  that  end.  RPA  supported  creation  of  the 
Agency.  We  believe  that  there  is  a  definite  need  for  its  continued  existence  to  maintain  a  federal  role  in 
efforts  to  improve  the  quality,  appropriateness,  and  effectiveness  of  health  care;  in  work  directed  to 
enhancing  access  to  health  care  services;  and  in  providing  leadership  and  oversight  in  health  services 
research. 

The  Agency  for  Health  Care  Policy  and  Research  is  slated  to  contract  out  much  of  its  guideline 
development  and  technology  assessment  activities  to  academic  medical  centers  or  other  non- 
governmental health  care  organizations  and  consortia.   Although  plans  for  moving  guideline 
development  and  technology  assessment  activities  out  of  the  Agency  are  now  undenway,  RPA  believes 
that  funding  decisions  concerning  the  Agency  should  reflect  the  reality  that  this  is  an  incremental 
process.  Sufficient  funding  should  be  available  to  the  Agency  in  FY  97  to  ensure  both  continued 
progress  within  its  mandate  and  to  support  a  smooth  transition  to  a  working  public-private  partnership. 
Consistent  with  this  situation,  RPA  supports  maintaining  the  AHCPR  through  funding  of  $160  million  for 
FY  97.  This  is  approximately  equal  to  the  level  at  which  the  Agency  was  funded  in  FY  95.  It  therefore 
represents  the  minimum  amount  the  Agency  should  have  in  order  to  bring  funding  up  to  the  level  under 
which  it  operated  two  years  ago. 

The  RPA  strongly  believes  in  a  continued  role  for  the  Agency  in  promoting  improvements  in  clinical 
practice  as  well  as  the  organization,  financing,  and  delivery  of  health  care  services.  Americans  spend 
nearly  $1  trillion  annually  on  health  care;  the  Federal  Government's  share  amounts  to  over  $350  billion. 
With  the  rapid  change  in  the  health  care  system  through  mergers,  consolidations,  and  new  delivery 
systems,  there  is  a  critical  need  to  understand  what  works  best  in  the  organization,  financing,  and 
delivery  of  health  services— answers  that  AHCPR-supported  research  can  provide.  While  the  Agency's 
outcomes  research  and  clinical  practice  guidelines  have  focused  on  improving  quality  of  care,  these 
activities  are  also  saving  taxpayers'  dollars. 

The  RPA  appreciates  the  committee's  consideration  of  our  views  concerning  FY  97  appropriations  for 
the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK),  and  the  Agency  for 
Health  Care  Policy  and  Research  (AHCPR). 
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STATEMENT  OF  NANCY  NORTON,  CHAIRMAN,  THE  DIGESTIVE 
DISEASE  NATIONAL  COALITION 

Mr.  Chairman,  thank  you  for  very  much  for  the  opportunity  to  submit  written 
testimony  regarding  the  federal  government's  support  in  fiscal  year  1997  for  digestive 
disease  research  conducted  through  the  National  Institute  of  Diabetes  and  Digestive 
and  Kidney  Diseases  (NIDDK)  at  the  National  Institutes  of  Health. 

My  name  is  Nancy  Norton  and  I  am  the  Director  and  Founder  of  the  International 
Foundation  for  Bowel  Dysfunction.  In  addition,  I  currently  serve  as  the  Chairman  of  the 
Digestive  Disease  National  Coalition  (DDNC).  The  DDNC  is  comprised  of  22  voluntary 
and  professional  organizations  concerned  with  diseases  of  the  digestive  tract. 
Digestive  diseases  include  such  disorders  as  gallstones,  irritable  bowel  syndrome, 
ulcers,  inflammatory  bowel  disease,  colorectal  cancer,  cirrhosis  of  the  liver  and 
Crohn's  disea.se.  Our  Coalition  has  as  its  goal  a  desire  to  improve  the  health  of 
millions  of  Americans  who  suffer  from  these  and  many  other  acute  and  chronic 
conditions  affecting  the  digestive  tract. 

Mr.  Chairman,  the  social  and  economic  impact  of  digestive  diseases  is  enormous. 
Twenty  million  Americans  are  treated  for  a  chronic  digestive  disease  each  year  and 
disorders  of  the  digestive  system  consistently  rank  among  the  leading  causes  of 
hospitalization,  surgery,  and  disability  in  the  U.S.   In  addition,  an  estimated  200,000 
people  miss  work  each  day  because  of  digestive  problems,  resulting  in  costs  of 
approximately  $70  billion  a  year  in  lost  wages,  reduced  productivity,  health  care 
expenditures,  and  disability  payments. 

Mr.  Chairman,  in  the  interest  of  the  subcommittee's  time  I  will  briefly  summarize  the 
two  major  points  I  hope  to  convey  to  you  and  your  colleagues  regarding  federally 
supported  digestive  disease  research  at  NIDDK: 


1)  Millions  of  Americans  around  the  country  who  suffer  from  a  variety  of 
digestive  disorders  are  pinning  their  hopes  for  a  better  life  ~  or  even  life 
itself  --  on  medical  advances  made  through  research  supported  by  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases.   For 
that  reason,  the  DDNC  recommends  a  6.5%  increase  in  NIDDK's  budget 
for  fiscal  year  1997  (an  increase  of  $50  million  over  FY96),  bringing 
NIDDK's  total  appropriation  to  $821 ,252,000. 

2)  The  DDNC  strongly  believes  that  if  patients  suffering  from  digestive 
diseases  are  to  receive  the  highest  quality  care  available  then  NIDDK 
must  practice  and  emphasize  a  balanced  approach  to  biomedical 
research.  Specifically,  the  DDNC  endorses  a  research  approach  that 
aims  to  both  unmask  the  mysteries  of  digestive  diseases  at  the  cellular 
and  molecular  level  and  transfer  those  discoveries  to  the  bedside  of 
digestive  disease  patients  in  the  form  of  improved  treatment  and  care. 

One  group  of  patients  who  would  t)enefit  from  more  research  and  better 
treatment  options  are  those  suffering  from  functional  gastrointestinal  disorders. 
These  disorders  include  such  conditions  as  Irritable  Bowel  Syndrome  (IBS)  and  fecal 
incontinence. 

Irritable  Bowel  Syndrome  is  a  chronic  complex  of  disorders  that  malign  the 
digestive  system  affecting  10-15%  of  the  general  population  annually.  TTiese  disorders 
strike  people  from  all  walks  of  life  and  result  in  a  significant  toll  of  human  suffering  and 
disability.  IBS  is  one  of  the  most  common  Gl  disorders  yet  people  are  very  isolated  by 
their  condition.  In  a  recent  U.S.  Householder  Survev  of  Functional  Gastrointestinal 
Pisorders.  Prevalence.  Sociodemoaraphv  and  Health  impart  irritable  Bowel  Syndrome 
accounted  for  10%  of  the  total  gastrointestinal  disorders  population,  46%  of  which 
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required  the  supervision  of  a  gastroenteroiogist.  This  care  alone  results  in  millions  of 
dollars  in  health  care  costs  every  year.    In  addition,  individuals  who  suffer  from  IBS 
will  miss  13.4  days  of  work  annually  as  opposed  to  the  4.9  national  average,  further 
contributing  to  higher  health  care  costs  and  loss  of  productivity.   IBS  alone  has 
recently  been  called  a  multi-billion  dollar  problem  by  the  gastrointestinal  community. 
Much  more  can  be  done  and  should  be  done  to  address  the  needs  of  the  millions  of 
Americans  suffering  from  IBS. 

Finally,  Mr.  Chairman  I  would  like  to  express  the  DDNC's  strong  support  for  the 
Centers  for  Disease  Control  and  Prevention's  (CDC)  new  colorectal  cancer  screening 
education  and  awareness  initiative.    Currently,  colorectal  cancer  is  the  third  most 
commonly  diagnosed  cancer  for  both  men  and  women  in  the  United  States  and  the 
second  leading  cause  of  cancer  related  deaths.  Although  survival  rates  are  greatly 
enhanced  when  colorectal  cancer  is  treated  at  an  early  stage,  recent  studies  have 
shown  a  tremendous  need  to  1 )  inform  the  public  about  the  availability  and  advisability 
of  screening  and  2)  educate  health  care  providers  with  respect  to  colorectal  screening 
guidelines.  CDC's  awareness  and  education  initiative  would  begin  to  address  these 
needs  by  coordinating  with  national  partners  to  develop  an  information  program 
emphasizing  the  value  of  early  detection.    The  DDNC  encourages  the  subcommittee 
to  provide  CDC  with  $5  million  in  FYS?  for  this  program. 

Mr.  Chairman,  once  again,  thank  you  very  much  for  considering  the  views  of 
the  Digestive  Disease  National  Coalition.  I  would  ask  that  the  remainder  of  my 
testimony  be  included  in  the  record  so  members  of  the  subcommittee  may  have  an 
opportunity  to  learn  more  about  the  numerous  advances  that  have  recently  been 
made  and  the  many  opportunities  that  currently  exist  in  digestive  disease  research. 

Major  AnJvsnoQS  In  DigesHvQ  P/seaws 


INFLAMMATORY  BQWEL  DI§EA§E 

Inflammatory  Bowel  Disease  (IBD)  represents  two  diseases,  distinct  yet  quite  similar  in 
clinical  presentation  and  symptoms  -  ulcerative  colitis  and  Crohn's  disease.  These  two 
diseases  represent  the  major  cause  of  morbidity  from  chronic  intestinal  illnesses. 
While  the  exact  pathogenesis  of  IBD  is  poorly  understood,  scientific  evidence  has 
shown  that  interactions  between  the  immune  system,  genetic  susceptibility,  and  the 
environment  are  strongly  implicated. 

In  recent  years,  unprecedented  developments  in  molecular  biology  have  permitted 
creation  of  a  new  class  of  IBD  rodent  models  that  more  closely  resemble  the  disease 
in  humans.    These  techniques  now  make  it  possible  to  over  express  cr  delete 
selected  genes  in  rodents.  Applications  of  these  genetically  engineered  rodents  may 
provide  clues  to  a  better  understanding  of  the  pathways  which  control  the  chronic 
inflammation  that  occurs  in  IBD.   Further  studies  are  needed  in  these  animal  models  to 
determine  how  current  pharmacologic  agents  are  used  to  treat  IBD.   In  addition,  these 
models  may  prove  to  be  useful  in  applying  novel  immunologic  approaches,  such  a 
gene  therapy. 


ULCERS 

Research  over  the  last  ten  years  into  gastritis  and  peptic  ulcer  disease  has  been 
dominated  by  investigations  dealing  with  the  organism  Helicobacter  pylori.  The 
disease  association  between  H.  pylori  and  gastritis  and  duodenal  ulcers  is  now  well 
established.   Infection  with  this  bacterial  organism  is  also  a  risk  factor  for  gastric 
cancer.  These  findings  were  endorsed  in  1994  by  an  NIH  consensus  development 
panel  and  have  since  mobilized  the  medical  community  to  mount  a  major  educational 
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campaign  directed  at  professionals  and  the  lay  public  on  effective  management 
strategies  for  peptic  ulcer  disease. 

Treatment  for  peptic  ulcers  is  centered  around  the  use  of  antibiotics  and  acid  blockers 
that  significantly  reduce  the  occurrence  of  H.  Pylori.  One  question  still  baffling  to 
researchers,  however,  is  why  only  a  small  percentage  of  people  infected  with  H.  pylori 
actually  become  ill.   Recently,  studies  performed  by  NIDDK  grantees  shed  some  light 
on  this  perplexing  question  by  revealing  that  persons  who  acquire  H.  pylori  very  early 
in  life  are  at  increased  risk  for  developing  gastric  cancer  and  gastric  ulcers. 

In  addition  to  studying  the  selectiveness  of  H.  pylori  related  illnesses,  NIDDK 
researchers  have  also  explored  the  composition  of  different  H.  pylori  strains.  These 
investigations  revealed  that  while  host  factors  including  smoking,  blood  type  O,  and 
male  gender,  are  known  to  predispose  ridividuats  to  developing  peptic  ulcers, 
virulence  factors  of  specific  H.  pylori  types  may  also  influence  the  outcome  of 
infection.  The  researchers  learned  that  persons  affected  with  H.  pylori  strains  of  the 
CagA  type  have  an  increased  risk  of  developing  cancer  or  duodenal  ulcer.   Evidence 
also  emerged  that  persons  infected  with  strains  of  VacA  genotype  S1  are  at  increased 
risk  of  having  duodenal  ulceration. 

The  understanding  that  stomach  ulcers  and  some  stomach  cancers  are  caused  by 
certain  bacterium  has  lead  researchers  to  investigate  why  particular  strains  of  H.  pylori 
are  more  virulent  than  others  and  to  identify  persons  at  high  risk  of  infection.  This 
knowledge  has  also  opened  up  avenues  for  the  development  of  new  therapies  and 
possible  vaccines  to  prevent  these  diseases.  It  has  already  been  estimated  that  $400- 
$800  million  annually  can  be  saved  by  preventing  ulcer  recun'ence  alone.  Although 
worldwide  rates  of  gastric  cancer  are  declining,  it  remains  a  common  and  fatal  cancer 
outside  of  the  United  States.   Estimates  are  that  as  many  as  60  percent  of  all  gastric 
cancers  could  be  prevented  by  control  of  this  bacterium,  which  makes  research  in  this 
area  an  important  public  health  priority. 


UVER  DISEASE  PREVENTION 

Liver  disease  is  currently  the  eleventh  most  common  cause  of  death  in  the  United 
States  and  is  decreasing  in  incidence.   Major  etiologic  factors  for  end-stage  liver 
disease  include  alcohol,  hepatitis  C,  cryptogenic  liver  disease,  primary  biliary  cirrhosis, 
sclerosing  cholangitis,  hepatitis  B,  autoimmune  liver  disease  and  fulminant  hepatic 
failure.    Fortunately,  most  forms  of  chronic-end  stage  liver  disease  can  be  prevented. 

One  type  of  end-stage  liver  disease  that  cannot  be  prevented  is  primary  biliary 
cirrhosis  (PBC).  However,  a  randomized  two  year  clinic  drug  trial  (ursodiol  vs. 
placebo)  initiated  for  patients  with  PBC  uncovered  some  promising  data.  The  trial 
revealed  that  PBC  patients  treated  with  ursodiol  for  two  years  showed  a  significant 
improvement  in  the  results  of  liver  tests  that  serve  as  markers  of  cholestasis  and 
inflammation.   Furthermore,  ursodiol  is  well  tolerated  with  little  or  no  drug  related 
toxicity. 


NITRIC  OXIDE  AND  GASTROINTESTINAL  MOTILITY 

The  role  of  the  smooth  muscle  is  to  mix  and  propel  the  contents  of  the  gastrointestinal 
(Gl)  tract.  This  action  assists  in  the  digestion  of  food,  the  absorption  of  nutrients,  and 
the  evacuation  of  waste  produces.  Certain  mechanical  properties  of  smooth  muscle 
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regulate  this  process  through  the  release  of  substances  in  the  gut  that  transmit  nerve 
impulses.   Mounting  evidence  has  now  demonstrated  that  nitric  oxide  (NO),  a  recently- 
identified  neurotransmitter,  is  an  important  mediator  of  smooth  muscle  relaxation  in  the 
Gl  tract.  A  detailed  understanding  of  the  functions  of  the  smooth  muscle  may  lead  to 
the  cause  of  two  of  the  most  common  and  costly  digestive  diseases:  gastro- 
esophageal reflux  disease  and  irritable  bowel  syndrome. 

Mafor  Opportuniti&f  in  Ditjestive  Diseases 

Concepts  for  new  or  expanded  program  initiatives  for  the  coming  fiscal  year  are 
presented  in  NIDDK's  annual  Program  Plan.  The  initiatives  developed  for  FY  1997 
contain  some  of  the  most  promising  scientific  research  opportunities  in  areas  under 
the  purview  of  the  NIDDK.   Due  to  budget  limitations,  however,  the  Institute  will  be  able 
to  implement  only  a  select  few  of  these  initiatives.  Clinical  research  opportunities  that 
NIDDK  would  like  to  pursue  but  may  be  unable  to  fund  include: 

*  Transjugular  Intrahepatic  Portosystemic  Shunts  (TIPS)  for  variceal  bleeding 
despite  optimal  medical  management. 

*  Remission  of  Barrett's  Esophogus 

*  Helicobacter  pylori  in  non-ulcer  Dyspepsia 

*  Eradication  of  H.  Pylori  in  patients  being  treated  with  NSAIDS 

*  Dietary  prevention  of  Diverticulitis  recurrence 

*  Prevention  of  Gallstone  occurrence  using  Ursodiol 


STATEMENT  OF  CAROL  JENKINS,  HEALTH  SCIENCES  LIBRARY 
DIRECTOR,  ON  BEHALF  OF  THE  MEDICAL  LIBRARY  ASSOCIATION 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Carol  Jenkins,  Health 
Sciences  Library  Director  at  the  University  of  North  Carolina  at  Chapel  Hill.  I  am  honored 
today  to  submit  testimony  on  behalf  of  the  Joint  Legislative  Task  Force  of  the  Medical 
Library  Association  (MLA)  and  the  Association  of  Academic  Health  Sciences  Library 
Directors  (AAHSLD)  in  support  of  increased  fiscal  year  1997  funding  for  the  National 
Library  of  Medicine  (NLM),  with  particular  emphasis  on  funding  for  NLM's  basic  services 
and  personnel,  outreach  activities,  and  High  Performance  Computing  and 
Communications  efforts. 

MLA  is  a  professional  organization  representing  approximately  5,000  individuals 
and  institutions  involved  in  the  management  and  dissemination  of  biomedical  information 
to  support  patient  care,  education  and  research.  AAHSLD  is  composed  of  the  directors 
of  libraries  of  142  accredited  U.S.  and  Canadian  medical  schools  belonging  to  the 
Association  of  American  Medical  Colleges.  Together,  MLA  and  AAHSLD  address  health 
information  issues  and  legislative  matters  of  importance  to  both  organizations  and  the 
NLM.  The  common  goal  of  our  organizations  is  to  ensure  that  biomedical  information  is 
made  available  to  health  sciences  libraries  and  is  accessible  to  health  care  professionals, 
scientists,  students  and  patients  throughout  the  nation. 

Mr.  Chairman,  let  me  first  thank  you  and  the  members  of  the  Subcommittee  for 
your  leadership  in  providing  a  full  year  FY96  funding  increase  for  the  National  Institutes 
of  Health.  Specifically,  your  support  of  the  National  Library  of  Medicine  has  proved  to  be 
invaluable.  I  will  now  briefly  outline  MLA/AAHSLD's  funding  recommendations  with  respect 
to  NLM  for  FY97. 
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NLM  Basic  Services  &  Personnel 


Basic  library  services  must  still  be  the  foundation  for  NLM's  long  term  success  as 
a  service  agency.  However,  the  lack  of  sufficient  staff  to  perform  these  services  is  a 
major  problem.  The  demand  for  basic  NLM  services  is  increasing  at  a  rate  of  10  to  15% 
per  year.  Maintaining  the  current  standard  of  acquisitions,  indexing,  cataloging,  database 
searching,  and  lending  will  become  more  and  more  difficult,  if  not  impossible,  if  NLM 
staffing  levels  and  fiscal  resources  continue  to  decline.  In  addition,  NLM's  resources  have 
been  stretched  in  recent  years  by  the  establishment  of  two  major  new  congressionally 
mandated  programs  --  the  National  Center  for  Biotechnology  Information  and  the  National 
Information  Center  on  Health  Services  Research  and  Health  Care  Technology.  As  a 
result,  we  urge  the  Subcommittee  to  consider  reinstituting  staff  level  positions  so  that  NLM 
can  meet  its  increasing  service  needs  and  insure  that  the  quality  of  its  programs  and 
information  services  is  not  compromised. 

NLM  PROGRAM  PRIORITIES 

There  are  three  specific  program  areas  at  NLM  which  respond  to  the  needs  of 
today's  health  professionals  that  we  would  like  to  see  strengthened.  The  first  is  the  NLM 
Outreach  Program,  which  strives  to  provide  all  American  health  professionals  (including 
those  in  underserved  areas)  with  access  to  NLM's  information  services.  The  second  is 
NLM's  commitment  to  using  advanced  technology,  specifically,  High  Performance 
Computing  and  Communications  initiatives,  to  improve  the  quality  of  health  care  in 
America.  The  third  is  NLM's  numerous  HIV/AIDS-related  information  programs. 


Outreach  Programs 

NLM's  Outreach  programs  are  of  particular  interest  to  our  organizations.  These 
activities,  designed  to  bring  the  most  current  medical  information  to  a  variety  of  health 
professionals,  have  proven  to  be  very  successful  in  improving  the  quality  of  our  nation's 
health  care.  In  1991,  a  major  medical  journal  published  an  article  in  which  physicians 
reported  positive  changes  in  their  diagnosis,  choice  of  tests  and  drugs,  length  of  hospital 
stay  and  advice  given  to  patients  as  a  result  of  information  provided  by  medical  librarians 
{Robert  J.  Joynt,  Joanne  G.  Marshall,  Lucretia  McClure.  "Financial  Threats  to  Hospital 
Libraries."  JAMA.  Sept.4, 1991  226  (9):l2l9-20}.  In  addition  to  these  changes,  physicians 
reported  a  reduction  in  mortality,  hospital  admissions,  surgery,  and  hospital-acquired 
infections,  due  to  data  obtained  from  medical  libraries. 

In  the  five  years  between  1989  and  1994,  NLM  has  undertaken  and  supported 
close  to  275  outreach  projects,  involving  over  500  institutions  across  the  country.  In 
conjunction  with  the  eight  Regional  Medical  Libraries  and  the  members  of  the  National 
Network  of  Libraries  of  Medicine,  over  20,000  health  professionals  across  the  country 
have  learned  more  about  accessing  the  medical  information  resources  that  NLM  provides. 
Outreach  programs  have  been  geared  toward  individual  health  professionals  practicing 
in  underserved  geographic  regions,  unaffiliated  health  professionals,  health  professionals 
serving  minority  populations,  and  caregivers  and  patients  who  need  vital  HIV/AIDS 
information. 

Clearly,  NLM  has  been  able  to  accomplish  a  great  deal  through  its  outreach 
activities.  However,  there  are  still  far  too  many  health  care  professionals  throughout  the 
country  who  are  not  aware  that  NLM  and  the  NN/LM  exist  and  work  together  to  provide 
access  to  the  most  up-to-date  medical  information.  Mr.  Chairman,  outreach  will  not  be 
complete  until  every  health  professional  in  this  country  is  familiar  with  NLM  and  the 
information  resources  it  provides. 
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High  Performance  Computing  and  Communications 

The  dissemination  of  information  and  the  quality  of  NLM's  outreach  programs  have 
been  greatly  enhanced  by  the  High  Performance  Computing  and  Communications 
(HPCC)  program.  The  NLM,  the  National  Science  Foundation  (NSF)  and  other  agencies 
are  working  together  to  connect  hospitals  and  other  biomedical  institutions  to  the  Internet. 
The  High  Performance  Computing  and  Communications  Act  passed  by  the  102nd 
Congress  legislated  the  establishment  of  a  national  information  highway  designed  to 
provide  health  care  practitioners  and  patients  with  greater  access  to  the  world's  medical 
literature.  As  a  result,  health  professionals  with  access  to  the  Internet,  can  from  their 
offices,  homes,  or  bedsides  access  information  such  as  recently  published  literature, 
current  clinical  trials,  toxicologic  data,  and  consumer  health  information.  In  addition, 
HPCC  technology  is  providing  researchers  with  the  high  speed  computing  power 
necessary  to  create  complex  biomedical  models  and  allowing  scientists  in  different  areas 
of  the  country  to  work  together  on  intricate  research  projects. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  the  information  revolution  is 
underway.  The  National  Library  of  Medicine,  through  its  High  Performance  Computing 
and  Communications  efforts  and  its  expertise  in  providing  medical  information  on  the 
Internet,  is  the  critical  investment  agency  for  improving  access  to  health  care  information 
in  medically  underserved  areas.  We  in  the  health  sciences  library  community  applaud  the 
Congress  for  having  the  foresight  to  provide  the  NLM  with  resources  to  support 
telemedicine  and  testbed  network  projects.  There  is  no  question  that  these  technologies 
will  have  an  important  influence  on  future  health  care  in  this  country.  A  weak  investment 
in  this  area  for  FY97  would  mean  a  missed  opportunity  to  capitalize  on  work  already 
begun,  work  that  holds  great  promise  for  improving  the  delivery  of  health  care  to  millions 
of  Americans. 

AIDS  Information 

In  June  1993,  NLM  and  the  Office  of  AIDS  Research  of  the  National  Institutes  of 
Health  co-sponsored  an  invitational  conference  on  HIV/AIDS  information  services.  Out 
of  that  conference  came  a  serious  commitment  to  promote  access  to  NLM's  AIDS-related 
databases  in  affected  communities.  To  help  achieve  this  goal  all  online  charges  for 
NLM's  three  AIDS-related  databases  and  DIRLINE  were  eliminated  in  January  1994.  In 
addition,  NLM  began  issuing  a  series  of  contracts  in  FY  1994  designed  to  help  public 
libraries  and  local  community-based  organizations  access  electronic  HIV/AIDS 
information.  Since  the  program's  inception  dozens  of  communities  all  across  the  country 
have  benefitted  from  these  awards. 

Fiscal  Year  1997  Recommendation 

The  landmark  1989  NLM  Outreach  Panel  study  chaired  by  Dr.  Michael  DeBakey 
recommended  a  doubling  of  the  National  Library  of  Medicine's  budget  to  take  advantage 
of  outreach  and  HPCC  opportunities.  In  these  fiscally  austere  times,  we  recognize  that 
a  doubling  of  the  NLM  budget  may  not  be  feasible.  However,  the  National  Library  of 
Medicine  should  receive  an  increase  that  insures  basic  services  will  be  maintained  and 
HPCC  and  Outreach  activities  will  be  able  to  expand.  Therefore,  the  MLA/AAHSLD 
Legislative  Task  Force  recommends  a  10%  increase  in  funding  for  NLM  making  the 
Library's  total  FY  1997  appropriation  $155,582,900.  To  do  less  would  be  a  clear 
admission  by  this  Congress  that  we,  as  a  nation,  are  not  prepared  to  ensure  that 
information  from  the  investment  made  in  biomedical  research  is  readily  accessible  to  all. 

Mr.  Chairman,  thank  you  very  much  for  the  opportunity  to  present  our  views. 
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STATEMENT  OF  DAVID  GIPP,  PRESIDENT,  THE  UNITED  TRIBES 
TECHNICAL  COLLEGE 

SUMMARY      OF      REQUEST 

The  United  Tribes  Technical  College  (UTTC)  is  pleased  to  submit 
this  statement  on  the  FY1997  Department  of  Education  budget  for 
tribally  controlled  postsecondary  vocational  instituiions  and  to 
explain  why  funding  for  UTTC  is  a  sound  investment,  why  v/e  deserve 
the  continued  support  of  this  Subcommittee.  Our  recuest  is  for 
$4.0  million,  a  Sl.l  million  increase  over  the  FY1995  amount.  The 
.Administration's  request  under  Title  III,  Part  H  of  the  Carl 
Per.kins  Act  for  tribally  controlled  postsecondary  vocational 
institutions  is  $2.9  million,  which  is  the  same  funding 
appropriated  for  each  of  the  past  several  years.  This  money  funds 
and  us  and  one  other  tribally  controlled  postsecondary  vocational 
institution    (Crownpoint    Institute   of  Technology) . 

.Sit  United  Tribes  Technical  College  most  of  all  our  students 
receive  some  form  of  public  assistance.  Yet  we  have  a  job 
placement  rate  of  80%  --  a  record  sustained  over  the  past  10 
years.  This  is  well  above  the  job  placement  rates  envisioned  in 
the  welfare  reform  bills  approved  by  Congress  last  year,  and  well 
above  what  we  expect  will  be  any  such  enacted  legislation.  Our 
calculations  show  that  a  UTTC  graduate  pays  back  in  taxes  over  a 
6.4  year  period  the  costs  of  receiving  an  education  at  our 
institution. 

You  should  also  know  that  UTTC  engages  in  no  recruiting  of 
students  because  we  always  have  a  waiting  list  of  persons  wanting 
to  enroll.  We  simply  do  not  have  the  financial  resources  to 
accept    all    students   who   apply. 

INSTITUTIONAL       PURPOSE 

Established  in  1969,  United  Tribes  Technical  College  is  a 
unique,  inter-Tribal  vocational  technical  education  institution 
located  on  a  105  acre  campus  in  Bismarck,  North  Dakota.  The 
Tribal  college  is  owned  and  operated  by  five  federally-recognized 
Tribes  situated  wholly  or  in  part  in  North  Dakota.  These  Tribes 
are  the  Devils  Lake  Sioux  Tribe,  the  Sisseton-Wahpeton  Sioux 
Tribe,  the  Standing  Rock  Sioux  Tribe,  the  Three  Affiliated  Tribes 
of  the  Fort  Berthold  Reservation,  and  the  Turtle  Mountain  Band  of 
Chippewa.  Control  of  the  institution  is  vested  in  a  ten-member 
board  of  directors  comprised  of  elected  Tribal  chairpersons  and 
Tribal    council  members. 

As  the  first  Tribally-controlled,  residential  vocational  school 
in  the  nation,  UTTC  offers  ten  (10)  certificate  programs  and  ten 
(10)  Associate  of  Applied  Science  degree  programs^. 
Entrepreneurship    as    well     as     work     in    high     technology     is     being 


The  following  Certificate  Programs  are  offered:  Administrative  Office 
Support,  Automotive  Service  Technician,  Building  Trades  Technology  with 
options  in  Carpentry,  Electrical,  Plumbing,  and  Welding;  Early  Childhood 
Education;  Criminal  Justice;  Hospitality  Management:  Food  &  Beverage 
Specialization;    Medical    Secretary. 

The  following  Associate  of  Applied  Science  (A.A.S.)  degrees  are  offered: 
Arts /Marketing;  Automotive  Service  Technology;  Building  Trades  Technology  with 
options  in  Carpentry,  Electrical,  Plumbing,  and  Welding;  Criminal  Justice; 
Early  Childhood  Education;  Health  Information  Technology;  Hospitality 
Management:  Food  &  Beverage  Specialization;  Office  Technology  with  emphasis  in 
Computer  Applications  or  Accounting;  Practical  Nursing;  Small  Business 
Management . 
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integrated  into  appropriate  curriculums.  All  programs  are 
accredited  through  the  North  Central  Association  of  Colleges  and 
Schools  at  the  certificate  and  two-year  degree  granting  levels. 

Because  of  its  unique  residential  setting.  United  Tribes 
Technical  College  provides  those  institutional  services  that  are 
fundamental  to  the  delivery  of  quality  vocational  education 
programming.   These  services  include: 

*  Adult  education  for  students  needing  advanced  basic  education 
skills  or  who  desire  to  pursue  vocational  programs  requiring  GEDs 
or  high  school  diplomas; 

*  Instructional  supplies  and  equipment  for  all  vocations; 

*  Support  services  and  resources  including  student  housing, 
cafeteria,  local  student  transportation,  library,  financial  aid 
office,  counseling  and  placement,  facilities  maintenance,  and 
overall  administrative  and  fixed  costs  for  UTTC ' s  105  acre  campus 
base; 

*  Early  childhood  (nursery  and  pre-school)  services  for 
approximately  100  children,  ages  8  weeks  to  five  years; 

*  The  Theodore  Jamerson  Elementary  School  (K-8th  grades)  serving 
13  3  American  Indian  students  this  1995-96  academic  year; 

*  Modest  offering  of  cultural,  athletic,  and  recreational 
activities  to  supplement  student  learning  experiences  and  campus- 
based  family  services. 

The  enrollment  of  United  Tribes  Technical  College  now  averages 
300  students  annually.  Combined  with  family  members  and  our  pre- 
school and  elementary  students,  the  UTTC  campus  population  exceeds 
500.  Our  students  represent  as  many  as  45  different  Indian  Nations 
and  15  states.  The  majority  of  the  students  have  never  spent  more 
than  one  continuous  year  away  from  their  home  reservations.  They 
have  also  experienced  chronic  unemployment  due  to  the  extremely 
depressed  local  economy  and  to  education  limitations  which  are 
well  below  the  national  average. 

Thus,  UTTC  is  committed  to  not  only  its  post-secondary  mission, 
but  to  the  economic,  social,  and  cultural  advancement  of  American 
Indian  and  Alaska  Native  people.  Our  mission  is  to  provide  an 
environment  where  students  and  staff  can  preserve  and  transmit 
knowledge,  values,  and  wisdom  to  ensure  the  survival  of  native 
people  and  Indian  Nations  along  with  the  vocational  training  of 
native  students.  To  fulfill  this  mission,  UTTC ' s  approach  is 
focused  on  increasing  individual  opportunities  to  improve  the 
quality  of  life,  and  strengthening  the  Indian  family.  There  is  no 
other  post-  secondary  vocational  education  institution  in  the 
country  that  in  a  residential  setting  is  Tribally-controlled, 
culturally-based,  family-oriented,  and  focused  on  both  Tribal 
economic  needs   and  mainstream  employment    training. 

NEED 

Since  1990,  UTTC  has  only  experienced  an  average  annual  increase 
of  one  tenth  of  one  percent  in  direct  cost  funding.  Conversely, 
the  cost  of  education  has  risen  significantly.  The  cost  of 
purchasing  goods  and  services  has  risen  sharply  due  to  the 
inflation  and  normal  cost  increases.  The  College  has  experienced 
large  increases  in  the  cost  of  utilities  with  electricity  expenses 
rising  about  20%  per  unit  and  the  per  unit  gas  cost  increasing 
approximately  113%.  Over  the  years,  the  College  has  been  able  to 
offset  rate  increases  by  implementing  stringent  conservation 
measures   such  as   improved  weatherization  and  reductions   in 
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building  temperatures.  However,  energy  consumption  cannot  be 
further  reduced  because  of  the  College's  location  and  the  harsh 
winters  in  the  northern  plains. 

In  the  area  of  staff  costs,  the  average  instructional  salary 
rose  68%  from  1978  to  1994.  However,  there  were  no  salary 
increases  in  FY  1995  and  FY  1996  due  to  lack  of  resources.  While 
these  increases  have  been  minimal  on  a  yearly  basis,  the  net 
result  is  that  the  College  must  spend  more  dollars  to  purchase 
competent  instructional  services.  Any  further  decreases  in  budget 
will  seriously  jeopardize  the  College's  survival.  Since  UTTC  is 
not  eligible  for  any  state  appropriated  funds,  it  cannot  look  to 
this  source  for  help. 

Lack  of  available  resources  has  also  meant  a  limitation  on  the 
repair  and  maintenance  of  physical  facilities.  The  College 
occupies  the  old  Fort  Lincoln  Army  Post.  Other  than  the  more 
recently  constructed  skills  center  and  part  of  the  community 
center,  UTTC's  core  facilities  are  80  to  90  years  old.  Estimates 
for  new  facilities  total  over  $12  million,  according  to  a  1993 
U.S.  Department  of  Education  report  to  Congress.  Continuing  a 
course  of  nonrepair  will  ultimately  prove  more  costly  as  the 
repairs  will  be  greater.  This  is  especially  true  of  the  water  and 
sewage  systems  on  campus.  Fire  and  safety  reports  document  these 
needs.  Neither  UTTC  nor  other  tribal  colleges  are  included  in  the 
BIA  Facilities  budget  through  the  Office  of  Construction  and 
Management . 

At  the  same  time,  the  indirect  cost  budget  which  provides  much 
of  the  infrastructure  funding  at  the  College,  e.g.  administration 
and  support  services,  is  now  only  approximately  81%  of  what  it  was 
in  1989.  When  overall  resources  are  considered  in  calculating 
increases  and  decreases,  the  total  budget  for  the  College  has 
actually  decreased  over  the  five  year  period  1989  to  1993  by  some 
2.3%.  At  the  same  time,  costs  for  nearly  everything  have  risen. 
The  result  is  that  the  College  is  not  able  to  provide  needed 
services,  purchase  essential  training  equipment  and  supplies,  and 
make  necessary  repairs  on  its  facilities. 

The  College  believes  that  its  greatest  resource  is  its  people  - 
faculty,  staff,  and  administration.  During  these  times  of  severe 
budget  shortfalls.  United  Tribes  has  placed  its  priority  on 
assuring  that  the  best  qualified  individuals  possible  serve  its 
students.  The  result  of  this  priority  is  that  91%  of  its  direct 
cost  budget  goes  to  salaries  and  fringe  benefits.  Even  though 
this  high  proportion  goes  to  staffing,  when  compared  with  similar 
state  institutions  in  the  area,  the  faculty  and  staff  are  grossly 
underpaid.  Devoting  91%  to  personnel  leaves  only  9%  of  the  direct 
cost  budget  for  such  other  critical  needs  as  equipment,  supplies, 
and  other  services. 

Funding  at  the  level  requested  will  allow  the  institution  to 
survive  but  will  not  allow  the  institution  to  address  the  needs  of 
a  growing  student  population  projected  at  over  375  adults  and  200 
children  for  FY  1997.  These  numbers  become  even  more  significant 
taking  into  account  the  pending  application  of  233  adults  for 
UTTC's  programs.   This  list  develops  without  recruitment. 

CONCLUSION 

To  reemphasize  our  opening  point  --  United  Tribes  Technical 
College  is  on  the  cutting  edge  of  helping  Indian  people  become 
self-sufficient.  We  are  doing  what  the  pending  welfare  reform 
proposals  in  Congress  aim  for enabling  people  to  be  self- 
sufficient  and  in  many  cases  helping  them  to  get  off  and  stay  off 
public  assistance.  The  College  job  placement  rate  for  graduates 
has  been  80%  over  the  past  ten  years,  a  placement  rate  well  above 
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the  goal  set  in  the  welfare  reform  legislation  approved  by  the 
House  and  Senate  last  year.  Our  job  placement  rate  is  an 
impressive  accomplishment  especially  in  light  of  the  high 
unemployment  among  Tribes  in  the  Northern  Great  Plains.  The  UTTC 
effort  shows  that  an  investment  in  training  and  education  pays 
itself  back  over  a  period  of  6.39  years  after  graduation.  A 
student  pays  back  in  taxes  the  costs  through  productive  employment 
in  6 . 4  years. 

Students  at  UTTC  receive  a  quality  education  in  a  native 
family-based  environment  and  in  a  cultural  context  familiar  to  and 
appropriate  for  them.  We  believe  it  is  the  primary  reason  for  our 
success  in  educating  and  finding  employment  for  American  Indian 
men  and  women.  We  must  continue  the  partnership  between  our 
Indian  Nations  and  the  Congress  so  that  this  success  story 
continues . 

We  ask  that  you  consider  this  request  to  assure  that  the 
unique  educational  opportunities  offered  by  United  Tribes 
Technical  College  will  be  available  for  American  Indian  students 
and  their  faunilies  next  year  and  in  the  future.   Thank  you. 


STATEMENT  OF  DR.  ROBERT  C.  YOUNG,  PRESIDENT,  FOX  CHASE 
CANCER  CENTER 

Last  year,  as  Congress  began  consideration  for  the  FY96  Federal  budget,  the  National 
Cancer  Institute  faced  the  prospects  of  freezes  and  cuts  that  over  a  five-year  period  would 
have  reduced  the  spending  power  of  the  NCI  by  as  much  as  20  percent.  Had  this  occurred, 
the  nation's  cancer  program  and  our  ability  to  conduct  leading  biomedical  research  would 
have  been  severely  impaired.  It  did  not.  Instead,  Congress  recommended  a  budget  with 
almost  a  six  percent  increase  for  cancer  research  and  NIH  programs  overall.  Senator 
Specter's  leadership  and  advocacy  were  crucial  in  maintaining  our  national  commitment  to 
excellence  in  medical  science  and  positioning  us  to  confront  the  challenges  of  the  next 
century.  We  have  learned  from  this  experience  that  Congress  believes  in  the  value  of 
biomedical  research.  We  must  now  take  steps  to  ensure  that  we  use  the  available  resources 
wisely. 

There  are  several  research  and  treatment  areas  related  to  women's  health  which  I  am 
convinced  will  yield  a  rich  return. 

Over  the  past  several  years,  strong  voices  have  been  raised  in  support  of  additional 
funding  for  breast  cancer  research.  These  advocates  have  been  highly  successful  in  raising 
public  and  Congressional  awareness  of  the  significance  of  breast  cancer  as  a  women's  health 
problem  and  securing  increases  in  funding  for  both  basic  and  clinical  research  related  to 
breast  cancer  cause,  diagnosis  and  treatment.  But  women  are  not  just  struck  down  by  breast 
cancer.  Many  of  these  groups  have  come  to  recognize  that,  while  it  is  important  to  improve 
the  treatment  of  breast  cancer,  the  ultimate  solution  lies  in  understanding  the  underlying 
genetic  and  biochemical  mechanisms  of  cancer  in  general.  The  rapid  pace  of  discovery  in 
human  genetics  means  that  the  time  is  right  to  focus  on  individual  risks,  early  detection  and 
prevention.  As  just  one  example,  the  discovery  of  the  BRCA  1  and  2  genes  has  raised  both 
extraordinary  possibilities  for  identifying  those  individuals  at  risk  for  breast  and  ovarian 
cancer  and  preventing  the  disease  from  occurring.  Targeting  those  women  at  genetically  high 
risk  for  both  intensified  education  and  screening  efforts,  coupled  with  cancer  prevention 
therapies,  will  be  a  major  thrust  of  the  next  decade.  Other  research  has  opened  the  doors  to 
understanding  the  cellular  mechanisms  by  which  cancer  cells  spread  within  the  body  and 
become  resistant  to  treatment  -  the  factors  that  make  many  women's  cancers  more 
aggressive  and  difficult  to  treat  than  others.  All  of  these  arc  critical  areas  and  merit  continued 
high  levels  of  support.  At  Fox  Chase  Cancer  Center,  we  have  established  the  Dyson  Family 
Risk  Assessment  Program,  the  first  of  its  kind  in  the  region.  Over  700  families  are  now 
being  followed  and  counseled  regarding  their  risks  and  are  participating  in  programs 
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designed  to  reduce  the  risk  of  both  mothers  and  daughters.  The  potential  for  major  advances 
in  breast  cancer  prevention,  diagnosis  and  treatment  exists.  Breast  cancer  research  should 
remain  a  high  priority. 

It  is  important  to  remember,  however,  that  breast  cancer  is  not  the  only  cancer  problem 
that  women  suffer.  Lung  cancer  is  now  the  fastest  rising  cancer  in  women  and  now  is  the 
leading  cancer  killer  among  females  with  over  50,000  deaths  a  year.  Ovarian  cancer,  a 
notoriously  difficult  disease  to  detect  and  treat,  affects  about  22,000  women  a  year  and 
accounts  for  more  than  1 3,000  deaths.  Colon  cancer  is  the  third  major  killer  of  women,  and 
tragically,  13,500  cases  of  invasive  cervical  cancer  are  diagnosed  despite  the  wide-spread 
availability  of  the  Pap  smear  which  detects  this  disease  before  it  becomes  life-threatening. 
The  high  visibility  of  breast  cancer  as  a  woman's  health  problem  should  not  obscure  the 
importance  of  ongoing  research  into  the  causes  and  treatment  of  other  cancers  that  affect  so 
many  women  in  this  country.  In  ovarian  cancer,  for  example,  researchers  at  Fox  Chase  and 
other  major  centers  are  working  to  identify  genetic  factors  linked  to  familial  high  rates  of 
ovarian  cancer,  biochemical  markers  to  allow  for  early  detection  of  the  disease,  and  cellular 
factors  that  allow  ovarian  cancer  cells  to  become  resistant  to  previously  effective  treatments. 
Fox  Chase  clinical  researchers  also  led  the  way  in  developing  the  protocols  for  the  use  of 
taxol  and,  subsequently,  taxol  and  carboplatin  combinations  in  treating  advanced  ovarian 
cancers,  a  therapy  that  has  helped  extend  the  lives  of  thousands  of  women  and  is  now  being 
applied  to  a  number  of  other  cancers  as  well. 

Exciting  work  is  also  underway  to  determine  individual  genetic  and  biochemical 
markers  that  make  some  people  highly  susceptible  to  lung  cancer  and  to  test  various  agents  to 
prevent  colon  cancer  from  developing  in  people  at  high  risk  for  that  disease.  We  are  rapidly 
moving  from  an  era  in  which  the  emphasis  has  been  on  broad  epidemiologic  definitions  of 
risk,  for  example,  lung  cancer  in  smokers,  to  one  in  which  it  will  be  possible  to  identify 
specific  factors  that  place  certain  people  at  risk.  As  a  result,  we  are  also  on  the  threshold  of 
an  age  in  which  the  focus  shifts  from  the  late  treatment  already  established  cancers  to 
preventing  them  by  addressing  the  genetic  or  biochemical  alterations  of  the  cell.  The  pace  of 
this  work  dejjends  on  the  ability  of  scientists  to  move  discoveries  from  the  laboratory  to  the 
clinical  setting,  an  area  known  as  transitional  research.  Fox  Chase  Cancer  Center  is  a 
national  leader  in  the  field  of  prevention  transitional  research  and  is  currently  planning  a 
prevention  pavilion,  one  of  the  first  dedicated  structures  in  the  nation  devoted  to  a  broad 
range  of  cancer  prevention  research  strategies.  Genetic  and  biochemically  based  medicine  is 
without  question  the  medicine  of  the  future  and  should  be  given  the  highest  priority  in 
funding  considerations. 

The  final  issue  is  that  of  access  to  the  best  available  care.  Right  now,  more  than  50 
percent  of  all  cancer  patients  can  be  cured  if  they  receive  state-of-the-an  therapy.  That  sadly 
does  not  occur.  Many  patients  are  faced  with  obstacles  ranging  from  poverty  to  ignorance  to 
unwillingness  on  the  part  of  third  party  payers  to  reimburse  clinical  trials  that  prevent  them 
receiving  the  best  treatment.  The  quality  of  care  available  in  many  communities  is  also 
uneven  and  sub-optimal.  It  is  critical  that  we  take  advantage  of  the  knowledge  we  have  now 
to  fight  cancer  by  assuring  that  all  patients  have  access  to  designated  comprehensive  and 
clinical  cancer  centers  and  to  the  clinical  trials.conducted  in  these  centers  and  in  leading 
community  hospitals.  Nationally  only  two  percent  of  cancer  patients  are  ever  entered  on  a 
clinical  trial.  This  both  slows  the  overall  progress  of  cancer  treatment  and  research  and 
means  that  many  patients  are  not  receiving  the  level  of  treatment  required  to  give  them  the 
best  hope  of  cure  or  long-term  survival  from  cancer.  Congress  needs  to  take  a  leadership  role 
in  developing  a  mechanism  to  guarantee  that  all  patients  have  access  to  optimal  care  in  the 
most  appropriate  setting,  and  that  participation  in  clinical  trials  is  encouraged  rather  than 
blocked  by  economic  barriers. 

In  1996  alone,  over  500,000  American  women,  mothers,  wives,  daughters  and  sisters 
will  leam  they  have  cancer.  This  disease  takes  an  enormous  social,  economic  and  emotional 
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toll  on  our  nation.  We  need  to  continue  to  fight  this  disease  at  every  level,  but  we  also  need 
to  make  sure  that  we  use  our  resources  intelligently.  The  potential  for  making  rapid  advances 
in  the  areas  of  genetics,  early  detection  and  prevention  is  real  and  enormous  and  should 
receive  the  highest  consideration.  At  the  same  time,  we  must  make  sure  that  today's  patients 
have  access  to  the  best  cancer  care  so  that  no  one  dies  because  of  failure  to  receive  optimal 
treatment.  We  must  also  make  certain  that  the  clinical  trials  of  today  are  completed  rapidly 
and  successfully  so  that  we  can  guarantee  better  cancer  treatment  for  our  children  and 
grandchildren. 

STATEMENT  OF  ROBERT  WILSON,  PRESIDENT,  THE  WILSON 
FOUNDATION 

Thank  you.  Chairman  Specter,  for  the  opportunity  to  submit  testimony  to  your 
Subcommittee  on  the  need  for  a  continued  Federal  commitment  to  Neurofibromatosis 
research  and  to  highlight  the  exciting  advances  that  have  been  made  in  recent  years 
as  a  result  of  your  Committee's  support  for  NF. 

1  am  Robert  Wilson,  President  of  the  Wilson  Foundation,  a  private  charitable 
foundation.   My  9-year  old  son,  Michael,  suffers  from  Neurofibromatosis.   I  am 
here  today  on  behalf  of  Michael  and  the  100.000  other  Americans  who  suffer 
from  NF. 

NF.  incorrectly  but  commonly  known  as  elephant  man  disease,  involves  the 
uncontrolled  growth  of  tumors  along  the  nervous  system  which  can  result  in 
terrible  disfigurement,  deformity,  deafness,  blindness,  brain  tumors,  cancer,  and 
death.    While  not  all  NF  patients  suffer  from  the  most  severe  symptoms,  all  live 
their  lives  with  the  uncertainty  of  knowing  whether  they  too  will  be  severely 
affected  because  NF  is  a  highly  variable  and  progressive  disorder.    It  is  the  most 
common  neurological  disorder  caused  by  a  single  gene  and  affects  three  times  as 
many  people  as  other  disorders  such  as  Cystic  Fibrosis  or  Muscular  Dystrophy. 

After  breathtaking  discoveries  during  the  past  five  years,  NF  now  stands  on  the 
threshold  of  a  treatment.    Dr.  Michael  Wigler  of  Cold  Spring  Harbor  Laboratory 
and  one  of  the  world's  leading  researchers  of  RAS,  a  critical  protein  implicated  in 
both  cancer  and  NF,  has  stated  that  "there  are  enough  tangible  tools  already  in 
place  in  NF  research  to  deliver  the  knockout  blow"  and  concluded  that  "finding  a 
treatment  and  cure  for  NF  would  be  the  medical  equivalent  of  the  Apollo 
Program." 

NF  is  truly  one  of  the  great  success  stories  of  the  current  revolution  in  molecular 
genetics.  Researchers  have  already  determined  that  NF  is  closely  linked  to  many 
of  the  most  common  forms  of  human  cancer,  including  leukemia,  colon  cancer, 
and  melanoma,  because  NF  like  cancer  involves  tumor  suppressor  genes.   Dr. 
Samuel  Broder,  former  Director  of  the  National  Cancer  Institute,  stated  that  NF 
was  at  the  "cutting  edge"  of  cancer  research.   Accordingly  advances  in  NF 
research  bolsters  hope  for  a  treatment  not  only  for  NF  but  also  for  cancer,  brain 
tumors,  and  learning  disabilities  which  would  benefit  over  100  million  Americans 
in  this  generation  alone. 

This  cancer  connection  was  at  the  heart  of  a  major  conference  on  NF  held  this 
past  October  at  Cold  Spring  Harbor  Laboratory  in  New  York.    Cold  Spring 
Harbor  Laboratory  is  one  of  the  world's  leading  cancer  and  neuroscience  research 
laboratories  headed  by  Dr.  James  Watson,  the  co-discoverer  of  DNA.    The 
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Conference  brought  together  basic  researchers,  cHnicians,  biotech  and 
pharmaceutical  companies  from  the  United  States,  Canada,  and  Australia 
specifically  to  find  a  treatment  and  a  cure  for  NF. 

The  Cold  Spring  Harbor  Conference  has  been  hailed  throughout  the  research 
community  as  a  turning  point  for  NF.   One  research  option  that  came  out  of  the 
Conference  was  the  development  of  scientist-initiated  proposals  to  fund  clinical 
treatment  research  for  NF  which  we  hope  will  serve  as  a  model  for  funding 
medical  research  for  other  diseases  as  well.    Based  upon  the  rapid  pace  of 
advances  to  date,  leading  researchers,  including  Dr.  Francis  Collins,  Chairman  of 
NlH's  Human  Genome  Center,  have  predicted  a  treatment  for  NF  within  the  next 
few  years,  with  the  appropriate  NF  research. 

The  future  promise  of  NF  research  is  based  on  past  success.   Let  me  highlight  the 
enormous  advances  in  NF  research  that  have  occurred  in  just  the  past  five  years: 

o  The  discovery  of  the  NFl  and  NF2  genes  and  gene  products; 

o  Determining  that  NF  is  closely  linked  to  many  of  the  most 

common  forms  of  human  cancer,  brain  tumors,  and  learning 
disabilities  which  affect  over  100  million  Americans; 

o  Determining  the  function  of  the  NF  genes  and  gene  products; 

o  Developing  animal  models  for  NFl  and  NF2; 

o  Developing  a  diagnostic  blood  test  and  pre-natal  testing  for  NF; 

o  Commencing  a  national  trial  drug  treatment  program  for  NF 

patients  which  can  serve  as  the  infrastructure  for  future  clinical 
trials; 

o  Determining  the  connection  between  the  phenotype  /  genotype  in 

NF; 

o  Substantially  increasing  the  number  of  NF  researchers. 


The  enormous  promise  of  NF  research  —  and  its  potential  benefits  for  many 
common  cancers  ~  have  gained  increased  recognition  from  Congress  and  the 
National  Institutes  of  Health.    But  more  needs  to  be  done! 

Over  the  last  5  years,  the  NIH  has  doubled  its  NF  portfolio,  from  approximately 
$6  million  to  $12  million  annually,  with  the  bulk  of  the  research  funded  by  the 
National  Cancer  Institute  and  the  National  Institute  on  Neurological  Disorders  and 
Stroke.    For  Fiscal  1996,  both  the  Senate  and  the  House  selected  less  than  a 
handful  of  diseases,  NF  among  them,  warranting  NIH  consideration  of  a  Request 
for  Application  (RFA).   For  NF,  that  RFA  would  be  jointly  done  by  NCI  and 
NINDS. 

For  Fiscal  1997,  we  seek  your  Subcommittee's  continued  support  in  funding  the 
research  essential  to  finding  a  treatment  and  cure  for  NF.  The  specific  areas  of 
opportunity  where  NF  research  dollars  should  be  focused  are: 
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o  Developing  drug  treatment  therapies  for  NFl  and  NF2; 

o  Further  determining  the  function  of  the  NF  genes  and  gene 

products; 

o  Further  determining  the  connection  between  NF  and  cancer,  tumors 

and  learning  disabilities; 

o  Further  development  of  the  NF  animal  models; 

o  Increasing  the  number  of  NF  researchers,  clinics  and  research 

centers. 


These  objectives  should  serve  as  the  basis  of  a  four-part  NF  research  agenda  for 
FY97.    In  furtherance  of  this  plan,  we  request  that  Congress: 

o  Increase  appropriations  for  NIH.    We  support  the  Ad  Hoc  Group 

for  Biomedical  Research's  recommendation  of  6.5  percent  increase 
for  the  NIH.   This  will  enable  all  scientists  to  capitalize  on  many  of 
the  promising  research  opportunities  that  exist  in  basic  and  clinical 
research  and  help  our  nation  maintain  its  world-renowned  leadership 
in  biomedical  research. 

o  Increase  appropriations  for  NF  research.   Given  the  track  record 

of  success  in  NF  research  with  modest  funding  and  the  implications 
for  finding  a  treatment  and  cure  for  so  many  other  diseases, 
research  into  NF  is  extremely  cost  effective.    We  therefore  request  a 
substantial  increase  above  the  current  level  of  spending  for  NF 
research. 

o  Continue  cooperation  between  NINDS  and  NCI  through 

targeted  NF  research  programs.     The  FY96  House  and  Senate 
Committee  reports  specifically  urged  NINDS  and  NCI  to  consider 
conducting  NF-specific  RFAs.   The  Committee  should  encourage 
NIH  to  initiate  this  RFA  in  1996  and  should  provide  continued 
funding  for  this  important  initiative  in  1997. 

o  Target  funding  for  the  implementation  of  the  clinical  research 

initiatives  generated  at  the  Cold  Springs  Harbor  Conference. 

NF  should  become  the  model  for  scientist-initiated  proposals  to 
fund  clinical  treatment  research  for  specific  diseases  which  offer  the 
potential  for  significant  advances  in  broader  areas,  like  tumor 
suppressor  genes.   The  Committee  should  encourage  NIH  to  explore 
this  new  and  exciting  avenue  in  promoting  dramatic  advances  in 
select  research  areas. 

In  closing,  ^4r.  Chairman,  with  only  a  small  investment,  dramatic  advances  in  NF 
research  have  been  made  in  the  past  5  years  with  far  reaching  implications  for 
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many  other  diseases.    We  now  believe  with  an  increased  investment  and  a  research 
agenda  focused  on  all  aspects  of  the  NF  research  portfolio,  from  basic  research  in 
the  labs  to  drug  development,  a  treatment  and  cure  for  NF  can  be  found  by  the 
turn  of  the  century.    But  we  need  your  continued  support,  Mr.  Chairman. 

I  dream  of  a  time  when  my  son,  Michael,  can  enjoy  a  full  and  healthy  life  after 
NF.    With  your  help.  Senator  Specter  and  members  of  the  Subcommittee,  that 
time  will  come  soon. 


STATEMENT  OF  HARRY  TETER,  EXECUTIVE  DIRECTOR,  THE 
AMERICAN  TRAUMA  SOCIETY 

Mr.  Chairman.  Members  of  the  Committee,  I  appreciate  the  opportunity 
to  provide  testimony  in  support  of  the  FY  appropriations  for  two  programs  at 
Health  Human  Resources:    the  National  Center  for  Injury  Prevention  and 
Control,  and  the  Preventive  Health  Services  Block  Grant  both  at  the  Center  for 
Disease  Control.    These  programs  provide  invaluable  resources  to  our 
communities,  helping  them  deliver  effective  public  service  programs  to  reduce 
injuries  and  providing  emergency  medical  services  (EMS)  to  victims  of  trauma. 

We  in  the  trauma  community  see  daily  the  human  devastation  due  to 
injuries,  both  intentional  and  unintentional.    Daily  all  of  us  read  about  these  in 
the  newspapers  and  see  them  reported  on  TV  news  programs.    Injuries  come 
from  many  sources-car  crashes,  recreation,  accidents  at  home  and  acts  as  the 
result  of  violent  behavior.    Millions  of  people  suffer  annually  from  injuries, 
approximately  100,000  will  die  from  them.   They  affect  people  from  every  walk 
of  life,  especially  the  young.    No  one  is  immune.    We  know  two  facts  for 
certain.    Many  are  preventable  and  when  they  do  occur,  proper  care  is  needed 
immediately.    Prevention  and  proper  care  are  the  two  issues  these  programs 
address. 

In  1988.  a  report  was  issued  titled.  'Injury  in  America' ,  which  set  forth 
the  injury  problem  in  America.    It  stated  that  injuries  are  a  major  public  health 
problem.    It  called  for  a  national  effort  to  address  this  and  the  response  was  to 
create  the  National  Injury  Prevention  and  Control  Center  at  the  Centers  for 
Disease  Control.    This  Center  would  take  a  public  health  approach  to  solving  the 
problems  of  injuries.    The  causes  of  injuries  would  be  examined.    Not  just  the 
mechanism  of  injury  would  be  examined,  but  what  was  the  reason  for  the  force 
behind  that  mechanism.    Behaviors  would  be  examined.     Once  we  establish  the 
fact  that  bicycle  helmets  prevent  head  injuries,  then  we  must  know  how  we  can 
get  people,  children  and  adults,  to  use  them.  We  know  many  injuries  are 
foreseeable.    If  they  are  foreseeable,  then  they  are  preventible.    Many  injuries 
can  be  prevented  by  passive  means  —  building  safer  cars,  better  roads,  fire- 
resistant  fabrics  --  to  name  but  three  things  that  have  succeeded.    The  task  the 
Center  faces  is  daunting  and  because  it  uses  a  scientific  method  to  the  solution  it 
proposes,  it  takes  time.    Early  results  of  its  work  show  the  value  of  this  program. 
It  must  be  continued  and  we  would  hope  that  it  would  receive  the  full 
appropriations  request  of  $43  million. 

Our  first  goal  is  to  prevent  the  injury  from  ever  occurring.    When  that 
does  not  happen,  then  we  must  provide  the  best  care  possible  to  the  treatment  of 
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the  injured  person.   That  begins  with  an  effective  Emergency  Medical  Services 
System.   This  is  the  rescue  operation,  when  time,  expertly  trained  persons, 
communications  capabilities  and  rapid  transportation  to  the  medical  facility  best 
able  to  treat  the  injured  party  are  all  critical  to  be  in  place.    Beginning  with  the 
Emergency  Medical  Services  Act  of  1973  the  federal  government  has  been  a 
leader  in  assisting  communities  across  this  nation  to  establish  these  systems.   The 
progress  we  have  made  is  dramatic.    Before  the  federal  initiatives,  both  at  HHS 
and  at  DOT.  rescue  of  the  injured  victim  was  usually  in  the  hands  of  an 
undertaker  whose  hearse  doubled  as  an  ambulance,  or  he  had  an  ill-equipped 
vehicle  with  only  the  driver  to  rescue  the  victim.  Today,  ambulances  are  well 
built  and  equipped  with  life-saving  equipment.    There  are  excellent 
communications  between  the  rescuers  and  the  hospital.    And  each  ambulance  is 
manned  with  well-trained  emergency  medical  technicians  who  can  begin  life- 
saving  procedures  immediately.     We  take  the  victim  to  a  hospital  that  can  treat 
him  properly.    It  may  be  the  nearest  hospital  but  should  the  injuries  require  more 
care  than  is  available  at  the  nearest  hospital,  then  the  patient  is  taken  to  a  trauma 
center.    The  EMS  federal  dollars  are  the  primary  reason  we  have  EMS  Systems 
today.    These  systems  have  taken  years  to  start  and,  unfortunately,  are  not 
nationwide.    Those  that  are  established  need  constant  attention.   Technology 
brings  constant  changes  requiring  new  training  and  upgrading  of  equipment. 
Today  we  are  in  a  health  care  revolution.    We  are  looking  at  ways  to  treat 
patients  at  reduced  costs.    We  must  avoid  expensive  emergency  room  treatments 
when  possible.    One  answer  may  be  to  have  more  highly  trained  emergency 
medical  technicians  who  can  do  treatments  at  patient's  homes  and  avoid 
transferring  them  to  a  hospital.    This  might  be  an  answer  to  the  problems  we  face 
in  rural  areas  of  this  country.    We  need  systems  everywhere.    States  and  local 
communities  provide  the  greatest  part  of  the  financial  resources  needed.    But  the 
federal  role  is  critical.    The  federal  programs  provide  the  technical  assistance 
needed  and  the  critical  investments  that  leverage  the  other  monies.    These  are  the 
dollars  of  the  Preventive  Health  Services  Block  Grant. 

We  respectfully  request  the  Congress  to  fund  these  life-saving  programs. 
Emergency  Medical  Services  Systems  save  hundreds  of  lives  daily.    We  are  all 
potential  victims  of  trauma,  or  life-threatening  injuries.   The  incident  causing  the 
injury  will  be  sudden,  unexpected,  and  severe.   Those  involved  will  be  totally 
dependent  on  a  system  of  emergency  care  that  is  in  place  then.   There  will  be  no 
time  for  a  second  opinion,  or  a  choice  of  where  or  who  will  treat  the  victims. 
All  of  those  decisions  will  be  made  by  the  system  in  place.    We,  or  someone  we 
love,  could  be  one  of  those  victims.    We  all  have  a  vested  interest  in  seeing  that 
these  systems  be  there  when  needed.   The  federal  investment  for  EMS  through 
the  Preventive  Health  Services  Block  Grant,  should  be  specific  and  authorized  to 
the  full  amount. 

The  work  of  the  National  Center  for  Injury  Prevention  and  Control  will 
ultimately  lead  to  the  reduction  of  death  and  disability  due  to  accidents.   The 
National  Center's  leadership  is  essential  in  researching  the  causes  of  injury  and 
what  prevention  techniques  are  effective.    It  gives  guidance  to  local  communities 
to  establish  effective  injury  prevention  programs.  Prevention  is  the  cornerstone  of 
good  health  care  today. 

Thank  you  for  considering  our  requests  for  these  two  life-saving  programs. 
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STATEMENT  OF  THE  AMERICAN  ACADEMY  OF 
FAMILY  PHYSICIANS 

On  behalf  of  its  80,000  members,  the  American  Academy  of  Family 
Physicians  is  pleased  to  submit  this  statement  for  the  record  on  two  issues  of 
critical  importance  to  our  organization,  appropriations  for  Section  747  of  the 
Public  Health  Service  Act  for  family  practice  training  and  appropriations  for 
the  Center  for  Primary  Care  Research  at  the  Agency  for  Health  Care  Policy 
and  Research. 

The  American  Academy  of  Family  Physicians  strongly  supports  increased 
funding  for  Section  747  and  maintaining  it  as  a  separate  program.   Section 
747  is  the  only  federal  program  that  provides  targeted  funding  through  grants 
for  residency  training  and  funding  for  establishing  and  maintaining 
departments  of  family  medicine,  predoctoral  programs  and  faculty 
development.   While  Section  747  must  be  reauthorized  this  year,  it  is 
currently  authorized  at  $54  million  and  received  an  appropriation  of  $44.2 
million  in  FY  1996. 

Recommendation 

Based  on  a  review  of  the  future  needs  of  the  country  for  a  more  appropriate 
number  of  family  physicians,  the  Academy  supports  a  new  FY  1997  funding 
level  of  $87  million  for  Section  747.   This  recommendation  would  provide 
funds  for  60  new  and  developing  residency  training  programs,  15  new  and 
developing  departments,  50  medical  school  clerkships,  900  new  faculty  and  a 
number  of  innovative  demonstration  projects.  The  recommendation  is  the 
result  of  a  strategic  plan  developed  by  the  Academic  Family  Medicine 
Organizations,  which  includes  all  five  family  medicine  organizations. 

Background 

Any  attempts  to  control  costs  and  maintain  quality  in  the  American  health 
care  system  will  be  frustrated  by  a  structural  problem  in  our  country:   the 
shortage  of  generalist  physicians.   While  in  most  countries  at  least  50  percent 
of  physicians  are  generalists  (family  physicians,  general  internists  and  general 
pediatricians),  the  U.S.  physician  workforce  is  made  up  of  more  than  70 
percent  subspecialists  and  only  30  percent  generalists.  Family  physicians 
make  up  only  13  percent  of  the  total.  The  Physician  Payment  Review 
Commission,  Council  on  Graduate  Medical  Education,  The  PEW  Foundation, 
Institute  of  Medicine,  American  Medical  Association  and  Association  of 
American  Medical  Colleges  all  advocate  increasing  the  supply  of  generalist 
physicians. 

Medicare  payment  policies  are  largely  responsible  for  the  overspecialization 
of  physicians.    These  policies  promote  training  in  the  expensive  inpatient 
specialties  that  involve  numerous  procedures  rather  than  in  family  practice 
and  other  generalist  specialties.   Medicare  GME  payments  go  exclusively  to 
hospitals,  where  subspecialist  physicians  are  primarily  trained,  rather  than  to 
ambulatory  care  sites,  i.e.,  clinics  and  offices,  where  generalist  doctors  receive 
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much  of  their  training.   A  May,  1994  General  Accounting  Office  (GAO) 
report  reiterated  that  "barriers  to  primary  care  training  persist  in  Medicare's 
payment  method."   In  addition,  several  studies  show  that  generalist  physicians 
are  more  cost-effective  due  to  their  prudent  use  of  hospital  services,  tests  and 
procedures. 

Moreover,  a  recent  study  conducted  by  KPMG  Peat  Marwick  in  September, 
1995,  and  commissioned  by  the  Academy,  indicated  that  Medicare  spending 
could  be  reduced  by  at  least  $48.9  billion  and  as  much  as  $271.5  billion  over 
the  next  six  years  if  primary  care  physicians  were  50  percent  of  the  total 
physician  workforce.   The  analysis  revealed  a  direct  correlation  between  the 
availability  of  primary  care  physicians  and  the  reduction  of  health  care  costs. 
The  Role  of  Primary  Care  Physicians  in  Controlling  Health  Care  Costs: 
Evidence  and  Effects  is  a  comprehensive  review  of  existing  studies  on  the  role 
of  primary  care  physicians  in  controlling  health  care  costs. 

Federal  Funding  for  Family  Practice 

Section  747  is  essential  to  offset  the  financial  disadvantages  that  family 
medicine  residencies  and  departments  face.   Until  Medicare  GME 
preferentially  supports  primary  care  training,  family  practice  residency 
programs  and  medical  school  departments  will  remain  highly  dependent  on 
grants  from  Title  VII. 

Unmet  Need  for  Family  Physicians 

•  Family  physicians  are  distributed  in  urban  and  rural  areas  in  the  same 
proportion  as  the  U.S.  population  as  a  whole  ~  unlike  any  other 
physician  specialty.   Even  so,  149  counties  representing  550,000 
individuals  have  no  physician  at  all. 

•  Managed  care  organizations  are  preferentially  recruiting  family 
physicians.   However,  43  percent  of  salaried  and  29  percent  of 
capitated  plans  report  that  it  takes  one  year  or  more  to  recruit  a  new 
primary  care  physician. 

•  In  community  health  centers,  which  rely  heavily  on  primary  care 
physicians,  52  percent  report  difficulty  recruiting  primary  care 
physicians 

•  The  U.S.  population  65  years  of  age  and  older  will  rise  about  2  percent 
per  year  between  now  and  the  year  2020.  These  individuals  will 
require  a  wide  range  of  health  care  services,  including  preventive, 
primary,  long-term,  rehabilitative  and  hospice  care  ~  services  that  will 
require  a  substantial  increase  in  the  number  of  family  physicians. 

Data  and  Outcomes  that  Prove  Section  747  Works 

Family  Practice  Residency  Training  Programs 

Approximately  95  percent  of  physicians  who  complete  family  practice 
residency  programs  work  in  direct  primary  patient  care  and  are  able  to  handle 
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85-90  percent  of  their  patient's  problems.   (In  contrast,  55-68  percent  of 
internal  medicine  residents  subspecialize  along  with  18-40  percent  of  pediatric 
residents.)   Section  747  grants  to  family  practice  residency  programs  have 
increased  the  number  of  training  programs  from  175  to  380  between  1975  and 
1990.   However,  the  nation  needs  30-40  new  programs  and  significant 
expansion  of  existing  programs  to  achieve  a  balanced  workforce. 

In  contrast  to  other  specialties,  80  percent  of  family  practice  residencies  are 
located  in  community  settings  rather  than  in  major  tertiary  care  teaching 
hospitals.   These  residencies  provide  more  ambulatory  training  than  any  other 
residencies.   As  a  result,  family  practice  residencies  do  not  have  access  to  the 
considerable  resources  that  flow  to  teaching  hospitals.   Furthermore,  24 
percent  of  family  practice  residencies  occur  in  public  hospitals.  These 
hospitals  receive  low  reimbursement  for  patient  care  services,  as  well  as  low 
numbers  of  Medicare  patients.   As  a  result,  they  do  not  receive  large  amounts 
of  Medicare  graduate  medical  education  dollars.   Section  747  is  vital  to  the 
survival  and  expansion  of  these  critical  residency  programs. 

Family  Medicine  Departments  in  Medical  Schools 

Section  747  grants  for  establishing  departments  of  family  medicine  have 
resulted  in  seven  new  departments  in  the  past  four  years.   However,  fourteen 
of  the  nation's  126  medical  schools  still  do  not  have  departments  of  family 
medicine.   An  October,  1994  GAO  report  indicated  that  "students  who 
attended  schools  with  family  practice  departments  were  57  percent  more 
likely  to  pursue  primary  care."  The  same  report  indicated  that  "students 
attending  medical  schools  with  more  highly  funded  family  practice 
departments  were  18  percent  more  likely  to  pursue  primary  care."   Section 
747  dollars  are  crucial  to  establishing  these  family  practice  departments  and 
to  graduating  students  into  primary  care  careers. 

Predoctoral  Programs 

Funding  for  predoctoral  programs  -  third-year  medical  school  clerkships  in 
which  students  learn  primary  care  clinical  skills  --  under  Section  747 
encourages  medical  schools  to  create  required  third-year  clerkships  in  family 
medicine.   However,  nearly  40  of  the  nation's  126  medical  schools  still  do  not 
have  required  third-year  clerkships  in  family  medicine.      Requiring  a  third- 
year  clerkship  of  more  than  four  weeks  duration  results  in  15.6  percent  of  a 
school's  graduates  choosing  careers  in  family  medicine,  compared  to  6.9 
percent  of  the  graduates  of  schools  without  required  third-year  clerkships. 
Moreover,  the  October,  1994  GAO  report  indicated  that  "students  who 
attended  schools  requiring  a  third-year  family  practice  clerkship  were  18 
percent  more  likely  to  pursue  primary  care." 

Faculty  Development 

There  is  an  acute  shortage  of  faculty  for  family  practice  residency  programs 
and  family  medicine  departments  as  the  discipline  has  been  successful  at 
placing  its  graduates  in  practice  settings  serving  communities  of  need  rather 
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than  in  full-time  faculty  positions.   Faculty  development  funding  authority 
must  be  expanded  to  build  the  residencies  and  clerkships  needed  to  meet  the 
nation's  physician  workforce  goals  needed  currently. 

Agency  for  Health  Care  Policy  and  Research 

While  American  medicine  is  praised  worldwide  for  its  excellence  in 
biomedical  research,  it  has  often  failed  to  translate  these  breakthroughs  to 
practical  treatment  that  will  apply  to  the  population  at  large.   It  is  imperative 
that  U.S.  research  facilities  complement  their  superb  understanding  of  high- 
tech  research  with  a  similar  dedication  to  primary  care  issues. 

Therefore,  the  Academy  strongly  supports  the  newly-created  Center  for 
Primary  Care  Research  within  the  Agency  for  Health  Care  Policy  and 
Research  (AHCPR).  The  Academy  supported  AHCPR's  establishment  and, 
in  particular,  the  agency's  statutory  authority  to  support  clinical  practice 
research  to  include  primary  care  and  practice-oriented  research.  In  fact,  the 
1992  Senate  Report  102-426  accompanying  P.L.  102-410,  which  reauthorized 
AHCPR  most  recently,  states  that  the  Agency  should  strengthen  its 
commitment  to  family  practice  and  primary  care  research.   The  report  asserts 
that, 

"The  committee  believes  that  inadequate  attention  has  been  given  to 
conditions  that  affect  the(se)  vast  majority  of  Americans  ~  that  is,  the 
undifferentiated  problems  individuals  present  to  their  generalist  physicians.  A 
focus  on  family  practice/primary  care  research  is  essential  if  we  are  to 
redirect  the  U.S.  health  care  system  that  is  currently  skewed  toward  high 
technology  medicine  for  catastrophic  diseases." 

Although  over  95  percent  of  all  medical  conditions  have  been  evaluated  and 
treated  outside  of  hospitals  over  the  last  30  years,  physicians  are  educated  and 
trained  using  a  knowledge  base  derived  from  hospitalized  patients,  or  patients 
with  complex  conditions  who  were  referred  to  specialists.  This  base  of 
knowledge  has  frequently  little  relevance  to  the  basic,  entry-level  concerns 
that  affect  most  people.  As  a  result,  American  health  care  is  tilted  toward 
institutions  and  systems  that  employ  highly  technological  methods  to  treat 
catastrophic  and  end-stage  disease.  The  consequences  of  this  situation  are 
serious;  the  U.S.  health  care  system  has  inadequate  emphasis  on  cost-saving 
preventive  care,  scarce  medicsil  resources  are  delivered  inefficiently,  and  costs 
continue  to  spiral  upward. 

Primary  Care  Research 

As  a  result,  a  primary  care  research  agenda  is  crucial.  This  agenda  should  be 
designed  to  provide  new  tools  to  family  physicians  and  other  generalist 
physicians  as  they  serve  the  millions  of  patients  they  see  each  year.   Such  an 
agenda  would  include  research  to  improve  diagnostic  accuracy  because  most 
people  go  to  doctors  with  cluster  of  ill-defined  symptoms.  The  job  of  the 
generalist  physician  is  to  make  sense  out  of  these  symptoms;  determining 
whether  or  not  they  constitute  a  short-term  problem  or  one  requiring  ongoing 
or  intensive  treatment,  and  then  initiating  effective  therapy.   Primary  care 
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research  would  assist  physicians  in  streamlining  the  diagnostic  process  and 
increasing  accuracy  while  at  the  same  time  reducing  their  use  of  expensive, 
unnecessary  or  potentially  dangerous  medical  tests. 

Finally,  generalists  and  subspecialists  must  learn  to  work  together  to  provide  a 
continuum  of  appropriate  medical  care.   Familiar  symptoms  such  as  chest 
pain,  headache,  fatigue  and  insomnia  bring  millions  of  Americans  to  their 
physicians  each  year,  symptoms  that  may  or  may  not  represent  serious 
conditions.    It  is  imperative  that  generalists  and  subspecialists  work  together 
to  discern  the  causes,  evolution  and  management  of  human  suffering. 

To  support  this  critical  --  and  timely  --  line  of  research,  the  Academy  requests 
that  additional  appropriations  be  provided  to  the  Agency  for  Health  Care 
Policy  and  Research,  and  that  dollars  be  targeted  specifically  to  the  Center 
for  Primary  Care  Research.   We  believe  that  supplementary  funding,  coupled 
with  direction  from  Congress,  will  permit  AHCPR  to  address  primary  care 
issues.   We  recommend  $25  million  for  this  effort. 

Conclusion 

Section  747  of  the  Public  Health  Service  Act  is  a  program  that  successfully 
produces  family  physicians  who  serve  both  urban  and  rural  parts  of  our 
nation,  are  preferentially  recruited  by  managed  care  organizations  and  who 
can  take  care  of  85-90  percent  of  their  patient's  problems.   Numerous     ' 
organizations  and  reports  point  out  the  cost-effective  nature  of  family 
physicians,  as  well  as  how  family  practice  residency  programs,  departments, 
predoctoral  programs  and  faculty  development  programs  efficiently  produce 
more  family  physicians  for  this  country. 

At  a  time  when  policymakers  are  critically  reviewing  government  programs  for 
their  cost-effectiveness  and  overall  value.  Section  747  is  a  program  that  scores 
high  on  both  fronts;  it  works.  On  behalf  of  the  American  Academy  of  Family 
Physicians,  we  ask  you  to  appropriate  funding  for  Section  747  of  $87  million. 

Finally,  scant  research  is  available  on  basic  patient  care.  The  American 
Academy  of  Family  Physicians  recommends  $25  million  for  the  Center  for 
Primary  Care  Research  at  the  Agency  for  Health  Care  Policy  and  Research. 

Thank  you  for  your  attention  to  these  important  requests. 


STATEMENT  OF  THE  ELLYN  C.  PHILLIPS,  VICE  PRESIDENT, 
THE  AMYOTROPHIC  LATERAL  SCLEROSIS  ASSOCIATION 

[ALSA] 

Mr.  Chairman,  Members  of  the  Subcommittee,  thank  you  for  this 
opportunity  to  oflfer  testimony  on  behalf  of  The  Amyotrophic  Lateral  Sclerosis 
Association  (ALSA),  and  the  30,000  Americans  afflicted  with  ALS,  most 
commonly  known  as  Lou  Gehrig's  Disease. 
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I  am  Ellyn  C.  Phillips,  Vice  President  and  Trustee  of  the  National  ALS 
Association.   I  also  serve  as  President  of  the  ALS  Association's  Greater 
Philadelphia  Chapter.  In  1995  I  began  a  four-year  appointment  to  the  FDA's 
central  and  peripheral  nervous  system  advisory  panel.  I  serve  as  the  sole  consumer 
representative  on  the  panel. 

Speaking  for  myself  and  ALSA,  I  would  like  to  express  my  deep 
appreciation  to  you,  Mr.  Chairman,  and  the  Members  of  your  Subcommittee  who 
over  the  recent  years  have  provided  strong  leader^p  and  support  for  the  research 
projects  on  ALS  being  undertaken  by  the  National  Institute  of  Health  (NIH)  and 
the  National  Institute  of  Neurological  Disorders  and  Stroke  (NINDS). 

As  you  know,  for  the  last  four  years  the  Subcommittee  has  included 
language  in  the  Labor,  HHS  appropriations  bill  that  is  specifically  aimed  at 
increasing  the  funding  for  ALS  research  at  NIH  within  the  existing  NINDS  budget. 
All  of  us  associated  with  ALS  are  appreciative  of  your  efforts  and  look  forward  to 
working  with  the  Subcommittee  this  year,  and  in  the  years  to  come  until  ALS  is 
eUmmated. 

ALS  is  no  stranger  to  Congress,  as  Jacob  Javits,  the  beloved  Senator  fi-om 
New  York,  waged  an  intense  pubUc  battle  against  this  disease  more  than  a  decade 
ago.  Senator  Javits  refused  to  allow  his  schedule  to  be  dimmished  despite  the  need 
for  a  respirator  and  a  wheelchair. 

ALS  also  claimed  the  life  and  took  the  name  of  baseball  great  Lou  Gehrig. 
Last  year,  as  you  remember,  Cal  Ripken  broke  Lou  Gehrig's  consecutive  game 
streak,  focusing  the  nation's  attention  on  both  Ripken's  dedication  to  excellence 
and  the  horrible  disease  that  took  Gehrig's  life.  Other  recognizable  people 
afflicted  with  ALS  included  actor  David  Niven,  jazz  great  Charles  Mingus,  boxer 
Ezra  Charles  and  former  Vice  President  Henry  Wallace. 

But  ALS  does  not  just  effect  famous  people,  it  strikes  anyone,  anywhere. 
In  1982,  my  34-year-old  husband,  Alan  PhilUps,  was  told  he  had  ALS. 

My  husband  was  given  a  death  sentence  and  my  life  was  changed  forever 
when  we  learned  he  had  ALS.  He  was  determined  to  beat  this  always  fatal 
progressive  neuromuscular  disease,  which  has  been  described  as  being  a  prisoner  in 
your  own  body  and  havmg  a  ringside  seat  to  your  own  demise.  My  husband 
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struggled  valiantly,  sadly  losing  his  motor  and  communication  skills  at  the  same 
time  our  two-year-old  daughter  was  gaining  hers. 

By  1984,  my  husband  was  a  quadriplegic,  unable  to  speak,  swallow,  eat  or 
move.   In  September  of  that  year,  having  decided  that  his  quahty  of  life  was  so 
poor  that  he  did  not  want  to  go  on  life  support,  my  husband  developed  pneumonia, 
carbon  monoxide  poisoning  and  died.  My  husband's  ordeal  was  an  horrific 
experience,  and  I  stood  helplessly  by,  paralyzed,  too,  by  this  disease. 

ALS  is  a  progressively  degenerative  neuromuscular  disease  that  attacks  the 
nerve  cells  and  pathways  in  the  brain  and  spinal  cord.  Motor  neurons,  among  the 
largest  of  all  nerve  cells,  reach  fi-om  the  brain  to  the  spinal  cord  and  fi"om  the  spinal 
cord  to  muscles  throughout  the  body. 

When  these  motor  neurons  die,  as  with  ALS,  the  ability  of  the  brain  to  start 
and  control  muscle  movement  dies  with  them.  As  volimtary  muscle  action  is 
affected,  patients  become  progressively  more  paralyzed,  eventually  leaving  the 
person  unable  to  speak,  eat  or  breath  on  their  own.  Yet,  through  this  completed 
degeneration  of  the  body,  the  mind  remains  fiilly  intact. 

There  are  three  types  of  ALS:  Sporadic,  which  is  the  most  common; 
famihal,  which  is  the  inherited  form  affecting  5%-10%  of  all  cases  of  the  disease 
and  Guamanian,  so  called  because  at  one  time  there  was  an  increased  incidence  of 
ALS  on  the  island  of  Guam  and  the  Kii  Peninsula  of  Japan. 

ALS  was  first  identified  in  1869  by  Jean-Martin  Charcot,  a  French 
neurologist.  Only  recently  has  there  been  exciting  new  discoveries  that 
significantly  advance  the  medical  and  scientific  community's  understanding  of  the 
disease  and  which  underscores  our  beUef  that  a  cause  and  a  ciu-e  can  be  found. 

When  my  husband  was  first  diagnosed,  he  was  told  to  go  home,  put  his 
affairs  in  order  and  wait  to  die.  There  was  not  one  bit  of  hope  offered  to  him. 
Determined  to  beat  the  disease,  he  searched  everywhere  —  to  Canada  and 
numerous  research  institutions  in  the  United  States  --  in  the  hopes  of  finding  a  key 
to  his  disease. 

At  one  medical  center  he  participated  m  a  clinical  trial  and  was 
administered  a  drug  that  was  supposed  to  improve  his  muscle  Rmction  and  speech. 
1  was  not  with  him  at  the  time,  but  the  doctors  were  so  imcertain  of  the  effect  of 
the  drug  that  he  called  me  long  distance  to  ask  if  I  detected  a  change  in  his  voice. 
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In  time,  the  trial  was  ended  and  the  drug  declared  a  failure.  Many  years  passed 
before  there  was  any  progress  in  the  research.  But  now,  12  years  after  my 
husband's  death  and  during  the  Decade  of  the  Brain,  there  is  hope. 

The  technology  and  understanding  is  evolving,  becoming  more  available 
every  day;  what  is  needed  are  resources  ~  both  financial  and  human.  With 
federally  supported  research,  such  as  that  provided  to  the  National  Institute  of 
Health  and  the  National  Institute  of  Neurological  EHsorders  and  Stroke,  we  believe 
the  next  key  discoveries  can  take  place,  thus  offering  continuing  hope  to  a 
previously  hopeless  situation. 

There  is  no  known  cause  or  cure  for  those  afiOicted  with  ALS.  The 
majority  of  people  diagnosed  live  only  two  to  five  years.  Over  5,000  new  cases 
are  diagnosed  each  year.  That  is  13  new  cases  per  day!  And  ALS  knows  no 
boundaries  —  it  can  strike  anyone  regardless  of  age,  race,  color  or  geographic 
origin.  And  it  is  not  a  rare  disease.  It  is  projected  that  approximately  300,000 
Americans  alive  and  well  today  will  ultimately  die  fi^om  ALS.  More  people  die 
each  year  of  ALS  than  of  Huntington's  disease  or  Multiple  Sclerosis. 

It  is  important  to  reemphasize  that  one  of  the  crudest  aspects  of  ALS  is 
that  it  does  not  affect  intellectual  fimction.    Stephen  Hawking,  the  British 
astrophysicist  continues  to  astound  the  world  with  his  scientific  theories  despite 
being  entombed  in  a  dysfunctional  body.  My  husband  continued  to  practice  law 
for  a  year  after  his  diagnosis.  Friends  drove  him  back  and  forth  to  work  every  day, 
and  volunteers  greeted  him  at  the  o£5ce  to  serve  as  his  hands. 

Equipment  was  adapted  and  eventually  he  utilized  a  sophisticated  computer 
to  speak  for  him  When  it  began  to  take  three  hoiu-s  each  morning  to  prepare  to 
go  to  work  ~  a  process  that  fatigued  him  before  he  left  the  house  —  he  retired. 

The  financial  costs  to  families  of  a  person  suffering  with  ALS  are 
extraordinarily  high. 

For  the  last  year  of  my  husband's  life,  he  required  24-hour  care.  He  was 
completely  dependent.  I  was  torn  between  caring  for  him  and  caring  for  our 
toddler.  It  was  an  exhausting  time.  We  decided  to  hire  help  and,  in  our  case, 
insurance  paid  for  about  one-third  of  the  cost  of  an  aide.  Our  family  absorbed  the 
remainder  of  the  costs. 
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Opening  our  home  to  a  stranger  was  difiBcult  for  us  but  it  was  a  necessary 
intrusion.  Many  ALS  families  do  not  have  the  financial  resources  to  afford  in- 
home  care. 

It  can  cost  up  to  $250,000  per  year  to  care  for  a  person  with  ALS.  The 
entire  savings  of  a  family  can  be  depleted  in  a  short  time,  and  there  are  Umited  or 
no  federal,  state  or  local  financial  resources  available  to  provide  even  a  minimum 
level  of  care.  Too  often  the  disease  destroys  the  family's  economic  ability  to 
provide  the  patient  with  the  right  to  a  quality  of  life  that  includes  dignity  and 
respect. 

As  we  dealt  with  the  progressive  nature  of  the  disease,  we  contacted  the 
local  ALS  Association.  The  ALS  Association  is  the  only  national  not-for-profit 
voluntary  health  agency  dedicated  solely  to  the  fight  against  ALS.   Its  mission  is  to 
encourage,  identify,  fiuid  and  monitor  worldwid:,  cutting-edge  research  into  the 
cause,  prevention  and  cure  of  ALS.  The  Association  is  also  dedicated  to  educating 
the  public  about  the  gravity  of  this  disease  in  order  to  stimulate  support  in  the 
search  for  a  cause  and  a  ciu-e;  to  serving  as  an  information  resource  for  the  medical 
community;  and  all  the  while,  assisting  patients  and  families  through  information, 
resources,  and  referrals  for  coxmseUng,  training  and  support  on  how  to  cope  with 
this  disease. 

The  Association's  nation-wide  network  of  local  Chapters  and  Support 
Groups,  as  well  as  ALSA-certified  ALS  centers,  help  to  carry  out  the  mission  of 
the  organization  at  the  grassroots  level. 

Chapter  services  vary,  but  in  Philadelphia,  thanks  to  a  wdde  variety  of 
individual,  corporate  and  foundation  support  —  including  the  Philadelphia  PhiUies, 
for  whom  we  are  their  ofBcial  charity  -  we  are  able  to  offer:  in-home  care,  respite 
care  for  ventilator  patients,  support  groups,  equipment  loans,  wheelchair  accessible 
van  transportation,  a  recreation  program  designed  for  patients  and  their  families  to 
attend  concerts,  movies  and  social  events.  We  also  have  a  six-bed  unit  in  a  nursing 
home  dedicated  solely  to  ALS  patients. 

Tlie  national  Association  is  governed  by  a  volunteer  Board  of  Trustees,  of 
which  I  am  one.  Professional  guidance  and  assistance  is  provided  by  a  Scientific 
Review  Committee  comprised  of  eminent  scientists  and  neurologists  of  world 
renown,  which  screens  applications  for  ALSA-supported  research  grants.   It 
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reviews  and  scores  the  applications  as  to  their  scientific  merit  and  relevance  to 
ALS,  making  recommendations  for  funding  to  the  Board  of  Trustees.  ALSA  is 
proud  that  one  of  its  members,  Robert  V.  Abendroth,  services  as  a  member  of  the 
NINDS  Council. 

A  major  portion  of  The  ALS  Association's  annual  budget  is  committed  to 
fund  ALS-specific  research.  The  Association's  Grant  program  follows  the  format 
and  rating  procedures  established  by  the  NIH.  In  1994  alone,  ALSA  awarded  1 1 
grants  of  a  total  commitment  of  $900,000.  In  1995,  ALSA  more  than  doubled  its 
grants  awards,  funding  27  new  grants  to  a  total  of  $2. 1  million.  ALSA  is  proud  of 
its  expanding  research  program  that  has  contributed  to  the  increasing  interest  of 
ALS  research  by  the  scientific  community. 

In  recent  years,  ALSA  has  received  approximately  250  proposals  annually 
for  research  projects.  This  increasing  mierest  in  ALS  research,  we  beUeve,  is  also 
directly  related  to  the  Subcommittee's  report  language  that  accompanies  fiscal  year 
appropriations  for  NIH  and  NINDS. 

ALSA  would  like  to  continue  this  partnership  with  NINDS,  in  both 
intramural  and  extramural  research,  which  is  especially  critical  in  capitalizing  on 
recent  breakthroughs  and  the  promising  ALS  research  opportunities. 

In  1993,  a  team  of  scientists  led  by  ALSA- funded  researchers,  identified 
the  gene  that  when  defective  is  responsible  for  approximately  20-percent  of  the 
cases  of  famiUal  ALS.  Further  research  has  revealed  the  nature  of  the  defect  and 
just  last  month  additional  findings  have  shed  light  on  the  probable  mechanism  or 
pathway  of  familial  ALS.  This  information  could  also  unlock  the  mysteries  not 
only  of  famiUal  ALS,  but  also  for  the  sporadic  form  of  this  disease.  Advances  in 
basic  research  of  this  nature  may  also  shed  Ught  on  other  neurodegenerative 
diseases. 

Tests  regarding  this  new  discovery  may  soon  be  conducted  on  the  recently 
developed  transgenic  mouse  which  closely  resembles  the  human  ALS  condition. 
Clinical  trials  of  nerve  growth  factors  designed  to  provide  nourishment  to  keep 
motor  neurons  alive  and  counterbalance  toxic  efifects  by  various  agents  are 
underway.  In  December,  1995,  the  FDA  approved  Rilutek®,  manufactured  by 
Rhone-Poulenc  Rorer,  for  marketmg.  While  modest  in  its  effect,  it  increases 
survival  by  approximately  three  months  and  is  the  first  drug  ever  available  to  ALS 
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patients.   It  is  a  start,  illustrating  that  a  treatment  and,  eventually,  a  cure  for  ALS 
can  be  found,  but  there  is  a  long  way  to  go.  Additional  drugs  are  under 
investigation  and  ALS  is  the  focus  of  many  scientists  and  research  labs  throughout 
our  country. 

Dr.  Zach  Hall,  Director  of  NINDS  spoke  before  this  Committee  last  year 
and  in  his  remarks  discussed  the  exciting  research  occurring  in  ALS.  Specifically 
he  mentioned  the  areas  of  genetic  research  and  programmed  cell  death  (how  cells 
die).  We  believe  Dr.  HaU  is  committed  to  ALS  research  and  has  shown 
tremendous  leadership  in  guiding  his  agency. 

NINDS  can  play  an  important  role  in  facilitating  the  discovery  of  additional 
therapies.    NINDS  must  accelerate  basic  science  research  and  should  consider 
conducting  small  clinical  trials  combining  the  various  drug  therapies  that  are  now 
under  investigation.  These  small  trials  can  demonstrate  in  a  short  period  of  time 
wiiether  a  drug,  or  drugs,  is  worth  pursuing  through  an  expanded  trial.  Time  and 
money  uill  be  saved  as  blockbuster  drugs  are  identiJBed  quickly  and  drugs  not 
producing  desired  results  are  quickly  eliminated. 

The  ALS  Association  supports  compassionate  access  to  drugs  in  clinical 
trial  after  appropriate  safety  and  eflScacy  date  have  been  obtained.  We  work 
through  all  channels,  mcluding  the  federal  government  (FDA),  drug  companies , 
and  other  applicable  parties  to  expedite  both  evaluation  of  data  and  conqjassionate 
access  to  all  promising  therapies. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  please  accept  our 
sincere  appreciation  for  all  the  support  you  have  provided  to  those  aflOicted  with 
ALS  and  their  famihes.  Congress'  concerns  has  helped  focus  attention  on  ALS 
and  has  enabled  continuing  research  advances.  We  recognize  that  budgetary 
concerns  are  on  your  mind  and  the  minds  of  most  Americans.  By  continuing  to 
modestly  increase  fundmg  for  ALS  research  yqu  are  leading  the  way  to  the  cure. 

Ultimately  the  savings  to  Americans  will  be  great.  With  the  elimination  of 
ALS,  health  care  costs  pertaining  to  long-term  care,  equipment,  hospitalization, 
disability  Medicare/Medicaid  and  prescription  drugs  will  be  lessened. 

The  ALS  Association  beUeves  that  an  assurance  of  a  continued 
commitment  by  NINDS  can  be  achieved  by  the  inclusion  in  the  Appropriation 
BilPs  report  language  of  a  statement  of  support  from  this  Subcoimnittee. 
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Toward  this  end,  we  will  be  submitting  for  your  consideration  report 
language  that  can  accompany  the  FY  1997  Labor,  Health  &  Human  Services, 
Education  Appropriations  Bill.  We  are  at  a  very  important  juncture  in  the  quest  to 
unlock  the  mysteries  of  this  dreaded  disease,  and  the  continued  support  of 
Congress  is  critical  to  finding  a  cure. 

More  than  127  years  after  the  discovery  of  ALS,  12  years  after  my 
husband's  death  and  during  this  Decade  of  the  Bram,  this  Congress  can  make  a 
diflFerence. 

No  one  thought  Lou  Gehrig's  record  could  be  broke,  yet  on  September  6, 
1995  it  was.  A  new  Iron  Man  was  proclaimed.  Similarly,  no  one  ever  thought  the 
mystery  of  ALS  could  be  solved  but  we  are  making  progress.  We  have  confidence 
that  ALS  is  not  a  hopeless  disease.  These  are  times  of  hope  and  we  firmly  believe 
that  with  continued  support  and  ftinding  from  Congress  for  NIH  and  NINDS, 
more  effective  treatments,  and  eventually  a  cure,  will  be  found. 

Again,  thank  you  for  your  support  and  your  commitment  to  the  30,000 
Americans  with  ALS. 


STATEMENT  OF  ORVALENE  PREWITT,  PRESIDENT, 
NATIONAL  CHRONIC  FATIGUE  SYNDROME  AND  FIBRO- 
MYALGIA ASSOCIATION 

Mr.  Chairman.  1  am  submitting  testimony  for  the  record  on  behalf  of  Chronic  Fatigue 
Syndrome,  CFS    We  wish  to  thank  you  for  your  commitment  and  continuing  interest 
in  CFS  The  National  Chronic  Fatigue  Syndrome  Association,  NCFSA  an  all- 
volunteer.  501(c)(3)  non-profit  organization,  incorporated  in  February  1988    We  first 
began  our  national  educational  efforts  in  1985  when  we  operated  as  the  Central 
Regional  Office  for  the  now  defijnct  National  Chronic  Epstein-Barr  Virus 
Association.  Portland,  Oregon    In  1988,  the  NCFSA  was  formed  to  educate  and 
inform  the  public  about  the  nature  and  impact  of  Chronic  Fatigue  Syndrome  and 
related  disorders    In  1993,  the  Board  of  Directors  voted  unanimously  to  add 
Fibromyalgia  to  its  educational  efforts    Thus,  the  name  of  the  organization  was 
changed  to  "National  Chronic  Fatigue  Syndrome  and  Fibromyalgia  Association". 

From  our  beginning,  we  sought  cautious  and  competent  help  fi-om  the  scientific 
community    The  primary  focus  of  the  organization  is  to  offer  scientifically  accurate 
information  for  Chronic  Fatigue  Syndrome  and  Fibromyalgia    Such  efforts  are 
accomplished  by  relying  on  information  published  by  the  National  Institutes  of  Heahh 
(NIH).  Centers  for  Disease  Control  and  Prevention  (CDC),  various  peer-reviewed, 
scientifically  accurate,  medical  publications  and  fi'om  respected  and  reliable  medical 
advisors. 

CFS  is  a  debilitating  illness  which  has  no  diagnostic  marker,  cure  or  treatment  (other 
than  for  symptoms  only).  CFS  has  the  potential  to  create  an  enormous  economic 
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drain  on  society  whether  it  be  from  healthcare  costs,  assistance  programs,  loss  of 
employment,  etc 

As  you  know,  the  NIAID/NIH  under  the  direction  of  Dr  Stephen  Straus,  began 
researching  this  illness  in  late  1979.  Since  that  time,  diverse  areas  of  intramural 
research  under  the  leadership  of  Dr  Straus  includes    EBV  studies,  viral  studies,  an 
acyclovir  (anti-viral  drug)  treatment  trial,  neuroendocrine  studies,  hydrocortisone 
treatment  study  and.  more  recently,  a  neurally  mediated  hypotension  study  to  name 
only  a  few 

In  reviewing  the  history  of  extramural  funding  at  NIH  for  CFS,  the  many  areas  of 
CFS  addressed  include  studies  of   searches  for  viruses  and/or  infectious  etiology 
(cause),  epidemiology  (prevalence)  and  sociology  projects,  immune  markers, 
comparative  studies  with  illnesses  having  similar  symptoms  versus  control  subjects, 
exercise  physiology/cytokines,  neurocognitive  functions  as  well  as  neurophysiologic 
measures  and  neuropsychiatric  measures;  fatigue,  cardiac  function,  respiratory 
function,  muscle  function  and  muscle  metabolism.  Additionally,  NIAID/NIH  funded 
four  Collaborative  CFS  Research  Centers  (two  currently  ongoing)  whose 
investigators  remain  actively  involved  in  multi-disciplinary  research  approaches  to 
CFS 

The  NIAID/NIH  has  maintained  an  open  communication  with  patient  advocacy 
groups  for  many  years  when  planning  programs,  workshops  and  reviewing  research 
priorities    Analyzing  the  broad  range  of  NIKs  research  interests,  it  is  apparent  the 
government  is  looking  in  all  directions  for  various  causes,  risk  factors,  etc.  The  quest 
for  research  grants  is  very  competitive    As  you  are  aware,  funding  of  extramural 
grants  is  limited  by  the  budget  allotted  to  NIAID/NIH  by  Congress  each  year 
Occasionally,  good  grants  (not  just  CFS  research)  don't  get  funded  because  of  budet 
limitations 

The  overall  objective  of  the  CDC  CFS  Program  is  to  track  illness  patterns  and  devise 
prevention  and  control  strategies  for  them    In  order  to  accomplish  this,  the  CDC  has 
tried  to  accurately  determine  who  develops  CFS  and  define  the  risk  factors    In  order 
to  develop  more  immediate  treatment  and  control  programs,  they  attempted  to 
carefully  define  the  clinical  course  of  CFS    Prevalence  studies  cannot  be  done  by 
asking  people  in  a  room  to  hold  up  their  hand  to  indicate  they  have  CFS    They  must 
be  supported  by  good  research  data  from  experienced  infectious  disease  specialists 
and  epidemiologists    The  findings  are  then  subjected  to  critical  peer  review  and  made 
available  to  the  research  community,  practicing  physicians,  public  and  private  health 
care  organizations  and  patients 

In  1988  the  CDC  convened  a  group  of  leading  CFS  investigators  and  clinicians  which 
published  a  working  case  definition  for  research  purposes    This  landmark  paper 
(published  March  1988  in  the  Annals  of  Internal  Medicine)  structured  CFS  research 
by  attempting  to  standardize  categorization  of  patients    However,  as  experience 
accumulated,  it  became  clear  that  the  1988  working  case  definition  did  not  clearly 
distinguish  CFS  from  other  types  of  unexplained  fatigue    Therefore,  in  1993,  the 
CDC  convened  an  International  CFS  Study  Group  which  met  several  times  in 
1993/94  to  revise  the  case  definition    The  group  was  comprised  of  many  of  the 
leading  CFS  investigators  and  clinicians  from  the  US,  UK,  Austraha,  Canada. 
Sweden.  Italy,  and  the  Netherlands,  authors  of  all  previously  published 
CFS  case  definitions,  representatives  from  CDC,  NIH,  FDA,  SSA  and  patient 
advocacy  groups    The  revised  case  definition  was  published  in  the  Annals  of  Internal 
Medicine  in  December  1994 
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Survetliance  (prevalence)  studies  have  been  a  major  component  of  the  CFS  program 
at  CDC    The  studies  began  in  1989  based  on  physician  referrals  (called  sentinel 
physicians)  in  four  US  cities  involving  565  patients.  Those  studies  were  initiated  to 
identify  the  most  severely  ill  CFS  patients  so  as  to  estimate  the  prevalence  of  illness 
requiring  physician  care.  This  important  information  was  useful  to:  (1)  plan  for 
utilization  of  health  services,  for  HMO's  and  insurers  (including  SSA),  (2)  define  well 
characterized  surveillance  patients  to  provide  a  cohort  to  follow  in  order  to  describe 
the  clinical  course  and  estimate  the  probability  of  recovery,  (3)  obtain  data  fi-om 
sentinel  surveillance  to  further  the  understanding  of  CFS  as  a  clinical  entity  and 
allowed  refinement  of  the  case  definition;  (4)  define  patients  from  the  surveillance 
cohort  to  serve  as  volunteers  in  case  control  studies;  (5)  secure  data  on  these 
severely  ill  CFS  patients  to  educate  physicians  and  provided  a  further  appreciation  of 
CFS  as  a  real  clinical  entity  and  (6)  information  from  this  surveillance  system  allowed 
development  of  the  current  population  based  surveillance  program. 

In  1994,  the  program  switched  to  a  more  active  program  by  starting  a  community 
based  study  in  San  Francisco,  CA.  The  study  involved  random  telephone  surveys  of 
fatiguing  illness  by  screening  approximately  8,000  households  and  16,000  persons.  A 
more  in-depth  community  based  study  is  planned  to  start  during  1996  in  Wichita,  KS 
The  community  based  studies  involve  collaboration  between  CDC,  patient  advocacy 
groups  and  local  health  officials.  The  CE>C  continues  to  foUow-up  on  the  clinical 
status  of  all  subjects  enrolled  in  the  CFS  Sentinel  Physician  Surveillance  System 

The  core  CDC  CFS  research  group  now  includes  eight  PhD  and  MD  staff  (plus 
appropriate  Support  staff)  with  expertise  in  epidemiology,  biostatistics,  infectious 
disease  and  immunology   The  CDC  CFS  Research  Program  also  includes  case- 
control  studies  to  identify  associations  between  CFS  and  various  demographic, 
behavioral,  psychological,  environmental,  infectious,  immunologic  and  hormonal 
factors.  Results  of  their  findings  have  been  published  in  the  peer-reviewed  literature 
and  have  been  reported  at  many  medical  meetings. 

To  come  to  the  point,  we  feel  it  is  obvious  that  there  still  are  many  unanswered 
questions  about  CFS,  although  research  has  yielded  some  interesting  potential  clues. 
It  is  evident  that  many  personnel  have  been  involved  and  considerable  time  expended 
at  both  NIH  and  CDC  as  detailed  above.  We  feel  it  is  apparent  that  increased  funding 
from  Congress  should  be  allocated  to  both  NIH  and  CDC  in  order  to  expand  on  the 
programs  they  have  been  actively  been  involved  in  for  years  and  hopefully  to  yield 
some  answers  to  this  devastating  illness. 

Additionally,  we  feel  an  urgent  need  for  strong  leadership  and  support  from  this 
committee  and  Congress  to  increase  funding  for  basic  biomedical  research.  We  are 
ever  mindful  of  the  need  for  the  Administration  to  focus  on  deficit  reduction. 
However,  in  our  opinion,  our  nation's  welfare  needs  a  healthy,  productive  society  to 
add  to  its  economic  growth.  With  the  rise  of  new  and  emerging  diseases,  drug- 
resistant  antibiotics,  etc.,  we  strongly  feel  this  nation  must  maintain  leadership  in  basic 
biomedical  research    As  you  know,  basic  research  provides  the  groundwork  for  later 
clinical  application.  Although  basic  research  cannot  promise  specific  cures  in  a 
defined  time  period,  we  feel  that  treatments,  cures  or  prevention  of  disease  are  not 
possible  unless  there  is  a  continuous  flow  of  new  basic  knowledge. 

Thank  you  for  your  consideration  of  our  requests  and  for  your  continued  interest  in 
CFS 
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STATEMENT  OF  CAROL  C.  HENDERSON,  EXECUTIVE 
DIRECTOR,  THE  AMERICAN  LIBRARY  ASSOCIATION 

Thanks  for  FY96.  First  of  all,  the  American  Library  Association 
thanks  the  Subcommittee  for  taking  final  action  on  FY96  appropriations 
totaling  $132,505,000  for  Department  of  Education  library  programs 
under  the  Library  Services  and  Construction  Act  and  the  Higher 
Education  Act  title  II.  The  recent  final  release  of  full  year  funding  at  the 
higher  Senate  Appropriations  Committee  level  will  enable  state  and  local 
libraries  to  continue  the  innovative  and  technologically  advanced  library 
services  that  are  stimulated  by  the  federal  investment. 

Reauthorization  Underway.   Our  message  to  you  this  year  will 
concentrate  on  the  rather  significant  transition  underway  in  federal  library 
programs.   A  refocusing,  renewal,  tightening  of  purpose,  and 
consolidation  is  pciiding  in  reauthorization  provisions  now  in  a  House- 
Senate  conference  committee  on  H.R.  1617,  the  CAREERS  Act  (S.  143, 
the  Workforce  Development  Act).  Much  of  the  emphasis  in  this  new 
Library  Services  and  Technology  Act  to  replace  the  expiring  LSCA 
comes  at  the  initiative  of  the  library  community.  We  would  like  to  see  a 
rapid  completion  of  work  on  LSTA. 

Compromise  Emerging.  While  the  staffs  of  House  and  Senate 
authorizing  conferees  have  worked  out  what  we  think  is  a  reasonable 
compromise  proposal,  there  is  as  yet  no  announced  timetable  for 
completion  of  this  bill,  and  the  timing  will  depend  on  other  large  issues  in 
the  bill  not  related  to  the  tentative  agreement  on  the  library  program. 
Meanwhile,  the  current  LSCA  will  expire  on  September  30,  1996  unless 
Congress  takes  action  well  before  then.  It  is  clear  that  both  the  Senate 
and  the  House  intend  the  program  to  continue. 

LSCA  Expiring.  LSCA  was  extended  for  one  year,  FY95,  as  an 
amendment  to  the  Improving  America's  Schools  Act.   An  automatic  one- 
year  extension  under  GEPA  covered  LSCA  authorization  for  FY96.   No 
authorization  exists  for  FY97.   We  hope  this  will  be  remedied  through 
quick  action  on  reauthorization,  but  it  may  be  necessary  for  appropriators 
to  add  language  to  the  FY97  appropriations  bill  to  ensure  authority  for 
FY97  fijnding. 

Agency  Change  Pending.  The  pending  Senate-passed  Library 
Services  and  Technology  Act  would  have  the  program  administered  by  an 
Institute  of  Museum  and  Library  Services,  which  would  also  continue  to 
administer  existing  museum  grant  programs.  Although  we  did  not 
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originate  this  change  of  venue  from  the  Department  of  Education,  we 
support  the  Senate  package.  The  Senate  reauthorization  intends  that 
library  program  funds  continue  to  be  under  the  jurisdiction  of  the  Labor- 
HHS-Education  Appropriations  Subcommittee.  We  strongly  support  the 
continued  funding  of  library  programs  by  your  Subcommittee.  To 
accomplish  this,  appropriations  for  LSTA  under  the  Senate-passed  S.  143 
would  be  made  to  the  Secretary  of  Education  for  transfer  to  the  Director 
of  the  Institute  of  Museum  and  Library  Services. 

FY97  a  Transition  Year.  A  transition  year-fiscal  year  1997- 
will  be  necessary  to  accomplish  the  proposed  change  in  agencies  for  the 
library  program.  Thus  the  new  Library  Services  and  Technology  Act 
would  probably  not  be  fiiUy  in  effect  until  FY98.   Again,  this  leaves 
FY97  as  a  year  needing  specific  action  by  Congress  to  authorize  funding 
under  the  existing  LSCA  program,  while  looking  forward  to  and 
preparing  for  the  new  LSTA.  We  have  recommended  transition  language 
to  the  Senate  Education,  Arts  and  Humanities  staff  regarding  these  issues, 
and  we  will  continue  to  keep  your  staff  informed  of  developments  on 
reauthorization. 

Fund  in  FY97  at  $150  Million.  This  Subcommittee  has  been  very 
supportive  of  the  small  but  mighty  role  the  LSCA  and  HEA  library 
programs  play  in  stimulating  a  robust  and  innovative  system  of  libraries  in 
this  country.   We  strongly  recommend  that  the  Subcommittee  provide 
appropriations  for  FY97  for  LSCA  and  HEA  library  programs  at  at  least 
the  FY96  total  of  $132,505,000.  The  level  authorized  in  the  Senate- 
passed  Library  Services  and  Technology  Act  and  tentatively  agreed  to  in  a 
conferee  staff  proposal  is  $150  million.  An  appropriation  of  $150  million 
for  FY97  would  provide  a  firm  foundation  for  the  new  LSTA,  support 
additional  library  activity  relating  to  electronic  information  access  and 
other  innovative  library  services,  as  well  as  supporting  related  areas  such 
as  professional  education  and  training,  digital  preservation  of  library 
materials,  and  preservation  of  electronic  formats. 

Implement  Forward  Funding.  ALA  also  recommends  that  the 
Subcommittee  give  serious  consideration  to  putting  library  programs  on  a 
forward  funded  basis.  We  are  recommending  to  the  Senate  Education, 
Arts  and  Humanities  Subcommittee  that  the  current  LSCA  authorization 
for  advance  funding  (never  implemented)  be  changed  to  the  more  viable 
option  of  forward  funding.  LSCA  is  currently  one  of  a  very  few 
education-related  programs  that  is  current  funded  rather  than  forward 
funded.  This  is  particularly  unusual  for  a  program  with  funds  allocated  on 
a  state-by-state  basis. 
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We  realize  that  for  appropriators  this  requires  providing  two  years 
of  funding  in  the  first  year  in  which  forward  funding  is  implemented.   We 
know  this  would  not  be  an  easy  task,  but  we  ask  that  it  be  given  serious 
consideration  to  avoid  the  problems  and  disruption  to  services  caused  by 
the  uncertainty  the  current  funding  status  brings  with  it  for  state  library 
agencies  and  for  libraries  throughout  the  states.  These  agencies  and 
institutions  need  the  same  ability  as  school  systems  to  plan  in  advance  and 
to  use  federal  fiinds  most  effectively  and  efficiently. 

Summary.  Thank  you  and  all  members  of  the  Subcommittee  for 
your  past  and  current  support  of  library  programs.  To  summarize  our 
recommendations:  (1)  We  recommend  a  total  appropriation  for  FY97  for 
LSCA  and  HEA  of  $150  million--the  level  to  be  authorized  in  the  pending 
reauthorization  of  library  programs  as  the  Library  Services  and 
Technology  Act--or  at  least  no  lower  than  the  FY96  total  of  $132.5 
million;  and  (2)  we  recommend  that  serious  consideration  be  given  to 
implementation  of  forward  funding  for  library  programs  through 
appropriation  of  funding  for  FY98  as  well. 


STATEMENT  OF  ROBERT  J.  RUBEN,  M.D.,  ON  BEHALF  OF 
THE  AMERICAN  ACADEMY  OF  OTOLARYNGOLOGY  HEAD 
AND  NECK  SURGERY,  INC. 

Chairman  Specter,  members  of  the  subcommittee,  ladies  and  gentlemen.  I  am  Dr. 
Robert  J.  Ruben,  professor  and  chairman  of  the  Department  of  Otolaryngology  (Ear  - 
Nose  -  and  Throat)  of  the  Albert  Einstein  College  of  Medicine  and  the  Montefiore 
Medical  Center  of  the  Bronx,  New  York.  Today  I  am  representing  the  American 
Academy  of  Otolaryngology — Head  and  Neck  Surgery,  Incorporated  (AAO-HNS, 
Inc.),  the  world's  largest  organization  of  otolaryngology  and  head  and  neck  surgeons. 
There  are  more  than  10,000  members,  including  97%  of  all  Board  certified 
otolar>'ngologists. 

Mr.  Chairman,  first  of  all  I  want  to  thank  you  and  all  your  colleagues  on  the 
subcommittee  for  your  hard  work  in  providing  funding  for  the  National  Institutes  of 
Health  for  fiscal  year  1996. 

1  want  to  speak  about  two  areas  of  vital  interest  to  our  Academy  today.  The  first  is 
our  support  of  the  National  Institute  on  Deafness  and  Other  Communication 
Disorders  (NIDCD)  of  the  National  Institutes  of  Health.  The  second  is  our  concern 
about  the  health  of  our  environment,  including  all  of  our  natural  world,  as  well  as  the 
environmental  health  of  individual  humans. 

First.  Mr.  Chairman.  I  know  that  you  have  followed  closely  the  remarkable  progress 
of  the  National  Institute  on  Deafness  and  Other  Communications  Disorders 
CNIDCD).  The  NIDCD  provides  the  research  which  will  optimize  the 
communication  abilities  of  the  American  people  which,  in  this  the  communication 
age,  is  the  base  of  the  individual's  and  of  society's  economic  and  social  successes. 


174 


From  the  point  of  view  of  our  researchers,  practitioners  and  the  American  people,  the 
NIDCD  has  superbly  fulfilled  its  mission  in  carrying  out  research  programs  directed 
at  the  understanding,  prevention,  cure  and  care  of  the  disorders  of  hearing,  balance, 
voice,  speech,  language,  taste,  and  smell. 

lestimony  in  regard  to  the  NIDCD  will  deal  with  several  issues. 

Let  me  call  to  your  attention  the  fact  that  the  NIDCD  developed  an  integrated 
planning  and  policy  working  group  to  review  the  Institute's  program  of  extramural 
and  intramural  research  to  determine  if  the  mix  of  scientific  disciplines  matched  the 
research  opportunities  in  human  communication  in  an  advantageous  and  optimal 
way.  and  recommended  that  the  NIDCD  portfolio  be  strengthened  in  the  following 
four  scientific  disciplines.  These  are  in  accord  with  the  request  of  Congress  of  the 
National  Institutes  of  Health  to  study  the  entire  research  portfolio  and  Director 
Harold  Varmus's  recommendation.  The  four  areas  are: 

•  Molecular  Biology 

Molecular  biological  technology  can  be  used  to  improve  greatly  the 
understanding  of  structure  and  function  in  normal  processes  and 
diseases  states. 

•  Molecular  Genetics 

Identification  of  genes  using  positional  cloning  strategies  and  gene 
linkage  analysis  establishes  the  genetic  basis  of  diseases  and 
disorders.  This  knowledge  will  enhance  genetic  counseling,  improve 
diagnosis  and  permit  substitution  and  gene  transfer  therapy  as  well  as 
allow  the  determination  of  the  structural  and  functional  importance  of 
the  proteins  encoded  by  these  genes. 

•  Imaging 

Important  new  information  is  emerging  from  human  imaging, 
particularly  in  the  areas  of  higher  cortical  function  in  speech  and 
language  as  well  as  the  sensory  systems.  Imaging  is  a  key  technology 
to  understand  and  analyze  normal  sensory,  perceptual  and  cognitive 
function  and  changes  in  speech  perception  and  production  patterns 
that  are  associated  with  disease  states. 

•  Integrative  Neuroscience 

An  emphasis  on  the  continuum  from  neurochemistry  to  neuro- 
transmitted  systems,  to  neural  impulses,  to  pattern  recognition  should 
yield  insights  in  understanding  perception  and  behavior.  Integration 
of  various  aspects  of  molecular  and  cellular  biology  with  function  and 
behavior  and  determination  of  their  relationship  to  communication 
disorders  will  provide  a  rational  basis  for  intervention  to  improve  the 
quality  of  life  for  all  individuals  with  disorders  of  human 
communication. 
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We  strongly  support  these  general  areas  of  research  because  of  their  vital  importance. 

During  recent  years  there  have  been  many  substantial  advances  in  our  field  and  many 
have  been  applied  to  the  betterment  of  human  health. 

One  of  the  most  far-reaching  effects  of  the  support  of  basic  science  is  the  new 
approach  to  the  problems  of  inner  ear  -  sensory  neural  deafness,  especially  the  huge 
gains  made  with  the  use  of  the  cochlear  implants.  Now  there  is  another 
breakthrough.  NIDCD-supported  scientists  are  currently  conducting  studies  which 
are  determining  how  to  protect  the  sensory  and  neural  structures  of  hearing  from 
injury  and  death,  how  to  repair  them  once  they  have  been  injured  and  how  to 
replenish  them  once  they  have  died.  The  concept  of  protection,  repair  and 
replacement  was  not  even  considered  a  few  years  ago,  but  because  of  the  support  of 
the  NIDCD.  it  is  now  an  active  research  area.  The  result  of  these  studies  will  be  the 
prevention  of  many  forms  of  deafness  for  which,  heretofore,  there  was  no  help.  I 
suspect  that  by  this  time  next  year,  we  will  have  results  from  clinical  trials  coming 
from  the  application  of  these  basic  science  studies  to  boys  and  girls,  men  and  women 
who  are  suffering  sensory  neural  hearing  loss.  These  studies  utilize  all  four  areas 
which  the  NIH  and  the  NIDCD  are  strengthening. 

Molecular  biology  -  the  determination  of  the  molecular  growlh  factors  needed  for 
protection,  repair  and  replenishment. 

Molecular  genetics  -  the  characterization  of  the  molecular  genetic  process  of  deafness 
and  the  mechanisms  needed  for  protection,  repair  and  replenishment. 

Imaging  -  identifying  and  dcllning  the  disease  states  of  the  inner  ear  and  evaluating 
the  effects  of  restoration  on  the  brain  processes,  especially  speech  and  language. 

Integrative  neuro.science  -  optimizing  the  most  effective  and  efficient  means  of 
preser\'ing  central  neural  structures  and  determining  the  dimensions  of  integration  of  ■ 
sensor>'  information  so  as  to  optimize  receptive  and  expressive  oral  language. 

Now.  Mr.  Chairman,  let  me  turn  to  the  issue  of  the  environment,  human  health,  and 
the  health  of  the  natural  world. 

We  desire  to  discuss  this  matter  because  we  know  of  your  deep  interest  in 
environmental  issues,  including  those  of  environmental  health. 

In  1991,  as  one  of  our  first  actions  in  regardlo  environmental  health,  we  co- 
sponsored,  with  the  NIDCD.  a  national  conference  on  the  "Impact  of  Pollution  on  the 
Upper  Alinienlary  and  Respiratory  I'racts."  which  was  held  at  the  Nlll  Clinical 
Center.  All  of  the  scientific  papers  delivered  at  that  conference  were  made  available 
in  the  official  journal  of  the  American  Academy  of  Otolaryngology — Head  and  Neck 
Surgery  Foundation.  Inc.,  Otolaryngology. 

Our  Academy  co-sponsored  the  founding  conference  of  the  National  Association  of 
Physicians  for  the  Environment  in  1993,  which  brought  together  over  100 
physicians,  many  of  them  specialists,  to  discuss  the  need  for  a  scientific 
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underpinning  for  efforts  in  the  field  of  environ-mental  health,  especially  from 
specialists'  points  of  view. 

\Vc  have  developed  a  brochure  on  "The  Environment  —  Our  Mutual  Concern," 
focusing  on  the  environmental  impacts  of  a  polluted  environment  upon  the  ear.  nose, 
throat,  taste,  smell,  and  balance  of  our  patients;  it  is  used  as  a  patient  distribution 
brochure. 

A  little  more  than  a  year  ago  we  co-sponsored  the  first  national  conference  on  "Air 
Pollution  Impacts  on  Body  Organs  and  Systems,"  and  our  Executive  Vice  President 
was  then  President  of  the  National  Association  of  Physicians  for  the  Environment 
and  assisted  in  organizing  the  conference.  The  chairman  of  the  conference  was  G. 
Richard  Holt.  M.D.,  an  otolaryngologist  from  San  Antonio,  Texas,  and  also  president 
of  the  school  board  there.  Dr.  John  Kimball  Scott,  an  otolaryngologist  from 
Wisconsin,  and  the  NAPE  delegate  to  the  International  Society  of  Doctors  for  the 
Environment,  and  president-elect  of  NAPE,  spoke  on  international  issues  and  the 
environment.  We  have  established  an  Academy  Committee  on  the  Environment 
which  is  pushing  forward  in  the  areas  of  air  pollution  and  sun  protection  related  to 
skin  cancers  of  the  head  and  neck. 

We  believe  that  human  health  is  inseparable  from  the  health  of  the  natural  world. 
We  also  believe  that  pollution  prevention  is  disease  prevention.  We  will  continue 
these  themes  throughout  our  work  on  environmental  matters  in  the  future. 

Recommendation:  Mr.  Chairman,  we  recommend  an  increase  for  the  NIH  of  6.5%. 
As  you  know,  the  biomedical  inflation  index  is  at  3%  and  a  6.5%  increase  would 
allow  for  a  3.5%  increase  in  actual  activity,  which  we  believe  is  the  minimum  needed 
to  keep  our  country  in  the  forefront  of  biomedical  research  and  to  achieve  the 
objectives  of  improved  health  for  all  of  our  citizens  as  well  as  the  international 
community.  We  recommend  the  same  increase  for  the  NIDCD. 

We  are  enormously  grateful  to  you  for  what  you  and  your  colleagues  on  the 
subcommittee  have  done  to  support  the  NIH  and  the  NIDCD. 


STATEMENT  OF  MICHAEL  M.  FAENZA,  PRESIDENT  AND  CHIEF 
EXECUTIVE  OFFICER,  THE  NATIONAL  MENTAL  HEALTH  AS- 
SOCIATION 

Mr.  Chairman,  Members  of  the  Committee,  my  name  is  Michael  Faenza  and 
I  am  the  President  and  Chief  Executive  Officer  of  the  National  Mental  Health 
Association. 

My  testimony,  however,  is  presented  on  behalf  of  the  National  Prevention 
Coalition.  The  National  Prevention  Coalition,  established  in  1987  by  the 
National  Mental  Health  Association,  is  committed  to  the  prevention  of  mental 
disorders  and  related  negative  behavioral  health  outcomes  including 
substance  abuse,  violence,  and  school  dropout.  The  National  Prevention 
Coalition  is  made  up  of  twenty-seven  organizations.  A  list  of  these 
organizations  is  attached  to  my  statement. 
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The  National  Prevention  Coalition  believes  that  the  prevention  of  mental 
disorders  is  an  urgent  but  complex  challenge  requiring  coordinated  efforts  of 
many  systems  in  our  society.  Thus,  I  would  like  to  draw  to  your  attention  two 
matters  of  key  importance  to  the  National  Prevention  Coalition: 

•  Coordination  of  prevention  research  and  services  across  federal 
agencies;  and 

•  Training  of  prevention  researchers. 

In  1993  the  House  and  Senate  Subcommittees  for  Labor,  Health  and  Human 
Services  urged  the  National  Institute  of  Mental  Health  to  conduct  a 
comprehensive  study  of  the  emerging  field  of  the  prevention  of  mental 
disorders.  The  National  Institute  of  Mental  Health  contracted  with  the 
Institute  of  Medicine  (lOM)  to  conduct  the  study.  The  lOM  report  titled 
Reducing  Risks  for  Mental  Disorders:  Frontiers  for  Preventive  Intervention 
Research  reports  on  what  is  known  and  what  still  needs  to  be  learned  to 
help  prevent  mental  disorders. 

To  advance  the  field  of  prevention  of  mental  disorders,  the  Institute  of 
Medicine's  report  found  two  areas  to  be  of  prime  importance.  First  there  is  a 
need  for  training  a  cadre  of  researchers  focused  specifically  on  the  field  of 
mental  disorder  prevention  research.  Second,  there  is  a  need  to  coordinate 
the  curently  fragmented  efforts  in  prevention  of  mental  disorders  that  now 
exist  across  eight  departments  and  in  at  least  twenty-three  federal  agencies. 

Over  the  last  year  the  National  Prevention  Coalition  has  focused  on  these 
two  goals  identified  by  lOM  to  be  of  the  greatest  importance  to  advancing  the 
field. 

On  behalf  of  the  Coalition,  we  wish  to  thank  the  Subcommittee  for  supporting 
us  in  this  effort.  Last  year,  the  Subcommittee  included  language  urging  the     • 
National  Institute  of  Mental  Health  to  maintain  its  support  of  the  B-START 
(Behavioral  Science  Track  Award  for  Rapid  Transition)  Grant  Program.  The 
B-START  Grant  Program  is  the  NIMH  program  most  useful  to  training  and 
building  a  cadre  of  prevention  researchers.  The  program  helps  those  in  the 
beginning  stages  of  their  career  and  those  making  transitions  to  careers  in 
behavioral  sciences.  The  Coalition  views  the  B-START  Program  as  an 
important  training  mechanism  to  meet  the  goals  of  the  lOM  report. 

The  Coalition  also  thanks  the  Subcommittee  for  urging  NIMH  to  take  the  lead 
among  Federal  agencies  in  coordinating  research  efforts  to  prevent  mental 
disorders. 

Due  to  the  support  of  this  Subcommittee,  progress  has  been  made  in 
meeting  both  of  these  two  major  goals  of  the  lOM  report. 

In  order  to  enlist  the  support  of  the  Executive  Branch  to  meet  the  goal  of 
coordination  of  these  many  fragmented  research  efforts,  we  have  met  with 
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the  leadership  of  the  National  Institute  of  Mental  Health;  we  have  met  with 
the  Assistant  Secretary  of  HHS  for  Management  and  Budget;  and  we  have 
met  with  0MB  leadership.  These  doors  were  opened  for  us  by  this 
Subcommittee  and  the  language  included  by  the  Subcommittee  in  last  year's 
report.  Progress  is  now  being  made  to  call  together  these  agencies  to  help 
coordinate  the  mental  health  prevention  research  now  conducted  in  twenty- 
three  agencies.  We  nevertheless  feel  that  progress  has  been  slow  and 
therefore  on  behalf  of  the  Coalition,  I  would  request  the  Committee's 
continued  support  of  this  coordination  effort.  This  coordination  is  truly  vital  to 
ensure  that  the  most  current  methods  and  findings  generated  through 
federal  prevention  research  are  communicated  across  agencies,  and  to 
ensure  that  effective  programs,  proven  through  research,  are  translated  into 
services. 

Mr.  Chairman,  I  want  to  give  you  an  example  of  a  proven  program  for  the 
prevention  of  mental  disorders  that  could  have  a  profound  impact  on  our 
nation's  citizens  if  only  there  were  coordination  across  federal  agencies  to 
transfer  the  research  knowledge  gained  from  one  agency  to  another  and  to 
implement  service  programs  based  on  this  research. 

The  specific  program  that  I  will  describe  was  developed  by  researchers  at 
the  University  of  Michigan  to  prevent  depression  among  recently 
unemployed  workers.  In  an  era  of  massive  layoffs  and  downsizing,  millions 
of  Americans  are  either  experiencing  the  crisis  of  job  loss  in  their  families  or 
are  at  risk  for  layoffs  in  the  foreseeable  future.  Research  has  clearly  shown 
that  job  loss  has  negative  effects  on  mental  health,  particularly  depression, 
increasing  the  risk  of  conflict  and  violence  radiating  throughout  the  family. 
Job  loss  also  produces  a  cascade  of  other  negative  economic  and  personal 
life  events  and  financial  hardship  including  loss  of  health  insurance, 
foreclosure,  and  increased  debt  that  has  shown  to  be  a  critical  trigger  for 
depression  and  conflict  in  families.  Job  loss  takes  an  enormous  and  often 
hidden  toll  on  American  families,  and  yet,  proven  programs  to  help  job  losers 
obtain  new  jobs  and  regain  economic  self  sufficiency  are  not  yet  widely 
available. 

The  JOBS  program,  designed  and  tested  through  rigorous  scientific  methods 
for  more  than  a  decade  by  the  NIMH  funded  Michigan  Prevention  Research 
Center,  is  a  proven  prevention  program  that  can  be  implemented  in  a  wide 
variety  of  human  service  settings.  The  JOBS  program  has  positive  impacts 
on  reemployment  and  mental  health  and  has  been  shown  to  be  cost 
effective  in  benefit-cost  studies  conducted  by  economists  and  behavioral 
scientists.  The  JOBS  program  is  a  five  session  group  seminar  designed  to 
teach  participants  job  search  skills,  increase  job  search  motivation,  and 
inoculate  participants  against  the  distressing  setbacks  that  are  an  inevitable 
part  of  the  job  search  effort.  A  key  aspect  of  the  JOBS  program  is  that  it  can 
be  implemented  in  a  wide  range  of  human  service  settings  including 
unemployment  offices,  HMOs,  private  industry  council  job  training  sites, 
social  service  agencies  and  mental  health  agencies.  Widespread 
implementation  of  the  JOBS  program  could  provide  a  double  barreled  impact 
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on  the  economic  self  sufficiency  and  mental  health  of  American  families  if  it 
were  widely  adopted  in  the  United  States. 

It  is  the  hope  of  the  National  Prevention  Coalition,  that  the  coordination  effort 
we  have  been  supporting  will  result  in  federally  researched  and  validated 
programs  like  the  NIMH-funded  JOBS  program  being  translated  into 
meaningful  services  through  the  Department  of  Labor,  the  Department  of 
Health  and  Human  Services,  the  Department  of  Defense,  and  other 
agencies  that  are  now  dealing  with  the  human  fallout  of  layoffs  and 
downsizing. 

We  would  also  request  that  the  Subcommittee  continue  to  support  the  B- 
START  (Behavioral  Science  Track  Award  for  Rapid  Transition)  Program  with 
increased  resources.  We  believe  that  this  is  the  best  NIMH  training 
mechanism  available  to  attract  young  investigators  to  the  field  of  research  on 
the  prevention  of  mental  disorders.  In  fiscal  year  1995,  funding  for  the 
program  was  approximately  $1 .5  million.  In  fiscal  year  1996,  funding  will 
exceed  $1.5  million.  We  request  that  the  Subcommittee  double  funding  for 
the  program  in  fiscal  year  1997. 

The  B-START  program  provides  small  grants  ($25,000  plus  overhead)  to 
scientists  beginning  new  careers  in  the  behavioral  sciences.  The  program 
was  developed  by  NIMH  to  address  the  steep  drop  in  the  number  of  younger 
investigators  who  are  applying  for  grants.  It  is  also  ideal  for  those  wishing  to 
make  transitions  into  new  areas  of  investigation.  The  beauty  of  the 
program... particularly  in  these  fiscally  challenging  times. ...is  that  the  program 
is  inexpensive.  In  fiscal  year  1996  it  is  expected  that  over  sixty  grants  will  be 
made  to  sixty  researchers.  Based  on  the  average  size  of  NIH  investigator 
Initiated  grants,  this  amount  of  funding  would  barely  fund  six  grants. 

Mr.  Chairman,  a  small  investment  in  the  B-START  Program  will  reach  a  long 
way.  Additionally,  the  Subcommittee's  continued  support  of  efforts  to 
coordinate  research  in  the  emerging  field  of  the  prevention  of  mental 
disorders  will,  at  no  incremental  cost,  yield  important  results. 
Mr.  Chairman,  investing  in  a  coordinated  federal  prevention  research  and 
services  effort  will  in  the  long  run  be  cost-effective.  I  would  like  to  draw  to 
your  attention  to  the  one  agency  that  does  exemplary  work  in  this  area:  the 
National  Center  for  Injury  Prevention  and  Control  (NCIPC)  at  the  Centers  for 
Disease  Control  and  Prevention.  Authorized  in  1987,  NCIPC  is  charged  with 
the  task  of  coordinating  state,  local,  and  private  efforts  to  prevent 
unintentional  injuries,  including  burns,  bicycle  falls,  and  motor  vehicle 
collisions;  and  intentional  injuries,  including  acts  of  violence.  Funds 
appropriated  for  NCIPC  are  used  to  coordinate  the  efforts  of  various 
agencies  now  supporting  physical  injury  research  so  as  to  avoid 
inappropriate  duplication  of  effort  and  to  identify  gaps  in  knowledge;  develop 
and  maintain  liaison  with  public  and  private  agencies  involved  in  injury 
control;  disseminate  the  knowledge  and  technology  of  injury  prevention; 
redirect  efforts  known  to  be  ineffective;  and  provide  expertise  in  the  study  of 
efforts  of  unknown  effectiveness.  NCIPC  has  been  strongly  endorsed  after 
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evaluations  by  three  independent  parties,  including  the  prestigious  National 
Academy  of  Sciences.  Mr.  Chairman,  the  National  Prevention  Coalition 
strongly  supports  continued  and  increased  funding  for  this  vital  agency  in 
fiscal  year  1997. 

Finally,  Chairman  Specter,  with  my  hat  on  as  President  and  CEO  of  the 
National  Mental  Health  Association,  I  would  like  to  conclude  my  testimony  by 
thanking  you  and  Senator  Harkin  for  your  outstanding  support  of  the 
Children's  Mental  Health  Services  Program  of  the  Center  for  Mental  Health 
Services.  This  important  initiative  is  making  a  real  difference  in  the  lives  of 
thousands  of  children  with  serious  mental  and  emotional  disorders  -- 
particularly  the  at-risk  kids  in  our  nation's  foster  care  and  juvenile  justice 
systems.  Similar  to  initiatives  I've  just  talked  about,  we  strongly  believe  that 
the  Children's  Program  can  prevent  some  of  the  alarming  substance  abuse, 
violence  and  anti-social  behavior  that  we  see  in  our  young  people  today. 

Thank  you  for  the  opportunity  to  submit  this  testimony. 


STATEMENT    OF    THE    RECORDING    FOR    THE    BLIND    & 
DYSLEXIC,    INC. 

INTRODUCTION 

Recording  for  thm  BSnd  &  DysteMic  (RFB&Df  deeply  appreciates  the  support  of  the  Senate 
Subcommittee  on  Labor.  HHS  and  Education  Appropriations,  which  has  provided  the 
essential  supplementary  assistance  needed  by  RFB&D  to  expand  its  services  and  to 
undertake  the  technological  innovations  necessary  to  assure  that  individuals  with 
disabilities  are  able  to  compete  with  their  sighted  peers  in  gaining  full  access  to  education 
and  careers. 

This  year.  RFB&D  respectfully  requests  the  Committee  to  recommend,  and  the  Congress 
to  appropriate.  $4.5  million  to  continue  to  help  support  RFB&D's  services  to  blind  and 
other  disabled  students  for  FY  1997.  This  amount  is  the  same  as  RFB&D  requested  last 
year.  Funding  at  this  level  is  essential  to  adequately  support  RFB&D's  continued  growth 
in  services  and  its  leading  role  in  developing  and  applying  new  technologies  for  making 
information  accessible  to  individuals  for  whom  standard  print  is  of  little  or  no  use. 


WHY  CONQREgS  gHQULD  FUND  RFB&D 

The  National  Education  Library 

RFB&D  "  a  national,  private,  nonprofit,  volunteer-based  organization  ~  serves  as  the 
National  Education  Library  for  people  who  cannot  read  standard  print  because  of  a 
disability.  Applying  the  latest  technologies.  RFB&D  produces  and  distributes  textbooks 
and  other  educational  materials  in  accessible  audio  and  digital  text  versions  to  students 
and  professionals  who  are  blind,  severely  dyslexic,  or  otherwise  physically  disabled.  This 
year  alone.  RFB&D  --  the  largest  educational  library  of  its  kind  in  the  world  -  will  lend  over 
225.000  copies  of  textbooks,  free  of  charge,  to  nearly  40,000  individuals  with  disabilities 
nationwide. 

RFB&D's  tape  and  digital  text  library  contains  75.000  textbooks  and  other  educational 
materials  covering  all  academic  subject  areas,  at  all  educational  levels  --  from  elementary 
and  secondary  school  through  college,  graduate  and  professional  school,  continuing 
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education,  and  support  of  professional  careers.  New  books  are  added  to  the  library  by 
RFB&D's  volunteer  readers  at  the  rate  of  3.000-4,000  titles  each  year. 

A  Sound  Investment  for  Congress 

Since  RFB&D  was  founded  in  1948  to  help  blinded  veterans  of  World  War  II  attend  college 
under  the  G.I.  Bill  of  Rights,  its  role  in  providing  educational  and  professional  opportunities 
to  people  with  disabilities  has  grown  and  become  recognized  as  •  unique  national 
resource.  Up  until  that  time,  few  blind  Americans  were  able  to  achieve  a  higher 
education:  fewer  still  advanced  to  hold  the  type  of  job  for  which  they  were  capable.  Now. 
the  majority  of  RFB&D's  students  who  attend  high  school  and  college  go  on  to  productive 
careers  in  mainstream  occupations.  As  a  result,  revenue  ••  amounting  to  many  times  the 
funds  invested  in  RFB&D  by  Congress  ~  is  returned  to  the  government  in  taxes  paid  by 
disabled  workers.  (The  RFB&D  brochure.  "Success."  which  accompanies  this  testimony, 
provides  illustrations  of  the  success  of  these  individuals.) 


Fulfilling  a  Congressional  Mandate 

RFB&D  --  in  the  private,  nonprofit  sector  --  has  been  helping  fulfill  the  federal  mandate  to 
provide  educational  opportunities  to  students  with  disabilities  since  the  passage  of  the 
federal  Rehabilitation  Act  of  1973  and  the  Education  of  the  Handicapped  Act  of  1975 
(now  IDEA).  For  blind,  severely  dyslexic,  and  many  other  physically-disabled  students, 
"reasonable  accommodation"  in  education  most  often  means  RFB&D's  taped  texts  and 
books  on  computer  disk.  It  is  to  RFB&D  ~  as  the  prunary  educatio/tal  materials  provider 
-  that  these  students  first  turn  to  meet  their  needs  for  accessible  materials. 


RFB&D  is  Well-Managed 

RFB&D  is  unique,  serving  as  a  model  for  private-public  sector  partnerships  and  operating 
as  an  almost  wholly  volunteer  organization.  Indeed,  RFB&D  --  a  well-managed,  efficient, 
medium-sized  corporation  »  stands  as  a  perfect  example  of  an  essential  national  service 
that  is  already  'privatixed. ' 

RFB&D  "employs"  the  services  of  over  4,500  volunteers,  comprising  96  percent  of  its 
labor  force.  Working  in  30  recording  studios  nationwide,  these  highly  trained  volunteers 
are  subject  experts,  familiar  with  the  academic  and  technical  content  of  the  books  they 
read.  As  RFB&D  is  a  truly  volunteer-powered  organization.  Congress  derives  great 
leverage  from  the  funds  K  provides  to  this  service.  The  hours  of  labor  donated  annually 
by  RFB&D's  volunteers  were  valued  last  year  at  $9.2  million  by  KPMG/Peat  Marwick. 
RFB&D's  independent  auditors. 

The  greatest  part  of  RFB&D's  funding  comes  from  private  pManthropy.  the  gifts  of 
thousands  of  individual,  corporate,  and  foundation  donors.  Eighty-four  percent  of 
RFB&D's  budget  comes  from  private  sources.  And.  with  an  effective,  professional 
fundraising  program  in  place.  RFB&D  each  year  raises  more  money  from  private  sources 
than  K  did  in  the  previous  year. 

RFB&D's  fixed  expenses  have  remained  largely  constant.  With  extremely  low 
administrative  costs  -81  percent  of  its  expenditures  go  directly  into  its  services  -  RFB&D 
consistently  meets  the  standards  set  by  the  Council  of  Better  Business  Bureaus  and  the 
National  Charities  Information  Bureau. 

RFB&D  continually  challenges  itself  to  improve  responsiveness,  anticipate  demand,  and 
provide  Ks  services  ki  the  shortest  time  possible.  Ninety-six  percent  of  book  orders  are 
filled  within  48  hours  of  request.  RFB&D  is  the  model  of  a  consumer-centered, 
responsive,  nonprofit  corporation  whose  tnie  measure  of  success  is  the  satisfaction  of  the 
kidivkluals  it  serves. 
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THE  SUPPORT  RFB&D  NEEDS  FROM  CONGRESS 

As  mentioned,  the  largest  portion  of  RFB&D's  funding  comes  from  private  sources.  Last 
year,  in  an  overall  budget  of  $22  million,  including  the  expense  of  RFB&D's  library 
headquarters,  its  30  recording  studios  and  donated  volunteer  services.  Congress  provided 
$3.6  million,  or  16  percent.  In  a  cash  budget,  omitting  donated  services,  government 
funding  amounts  to  27  percent.  For  RFB&D.  this  valuable,  supplemental  govemment 
funding  is  an  essential  addition  to  its  budget,  enabling  the  organization  to  rise  to  the 
challenges  of  growth  and  change  which  it  would  otherwise  be  unable  to  do. 

Federal  funding  has  permitted  RFB&D  to  grow  to  serve  the  increasing  needs  of  individuals 
with  disabilities  and  to  develop  and  apply  new  technologies  which  assure  efficient  and 
effective  modes  of  access  to  information  for  the  thousands  of  American  students  and 
professional  who  cannot  read  standard  print. 


Increased  Demand  for  RFB&D  Services 

Over  the  past  several  years,  demand  for  RFB&D's  services  has  increased  dramatically, 
particularly  among  people  with  severe  dyslexia.  This  has  resulted  in  a  70  percent  increase 
since  1990  in  the  number  of  people  using  its  services  and  a  60  percent  increase  in  the 
number  of  books  circulated.  And,  with  technological  advances  in  education  and  the 
workplace  leading  to  increased  opportunities  for  people  with  disabilities.  RFB&D 
anticipates  doubling  the  number  of  people  K  serves  by  the  Year  2000. 

In  response.  RFB&D  is  rising  to  the  challenge  of  increased  demand  with  a  number  of  new 
programs  to  make  more  material  available  to  more  people  than  ever  before.  Included 
among  these  new  initiatives  are  RFB&D's  Institutional  Membership  program,  giving  schools 
and  agencies  greater  access  to  RFB&D's  services;  an  "Express"  reading  system, 
streamlining  the  production  of  high  demand  texts:  RFB&D's  "Kindergarten  through  Grade  3 
Books"  program,  recording  materials  for  early  elementary  education;  the  establishment  of 
a  college  library  program  to  distribute  materials  produced  by  individual  colleges  and 
universities  through  RFB&D's  national  network,  while  also  establishing  national  standards 
of  production;  and  the  completion  of  a  cooperative  database  network  listing  all  books 
available  from  the  leading  producers  of  accessible  format  materials. 

Plans  call  for  the  growth  of  RFB&D's  library  to  accelerate,  with  production  increasing  to 
5,000  new  titles  annually  by  the  Year  2000  and  400.000  copies  of  books  being  circulated 
to  more  than  75.000  individuals. 


Application  of  New  Technologies 

Advances  in  new  information  technologies  have  allowed  RFB&D  to  greatly  expand  access 
to  an  increased  volume  and  entirely  new  types  of  information,  including  reference  works 
and  professional  journals.  RFB&D  is  leading  the  world  in  making  audio  and  digital  text 
materials  accessible  to  people  with  disabilities. 

Through  RFB&D's  electronic  text  (E-Text)  service,  individuals  who  cannot  use  a  standard 
computer  screen  are  now  able  to  read  books  and  other  information  using  synthesized 
speech,  electronic  braille  and  screen-character  enlargement.  RFB&D's  catalog  of  books 
is  available  online  for  searching  by  computer  and  modem.  This  year,  RFB&D  established 
a  "Home  Page"  on  the  World  Wide  Web,  expanding  outreach  and  the  awareness  of  its 
services  to  the  Internet  community. 

RFB&D  is  also  a  leading  participant  in  the  consideration  of  disability  and  copyright  issues. 
Since  1994,  RFB&D  has  played  an  active  role  among  the  publishing,  disability  and 
education  communities  in  promoting  the  Copyright  Bill  now  under  consideration  by 
Congress  which  wHI  ensure  greater  access  to  information  for  people  with  disabilities. 
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This  year  too,  RFB&O  will  inKiate  several  new  pilot  programs  applying  new  technology. 
One  program  will  allow  RFB&D  to  transmit  E-Text  over  the  Internet.  Another  will 
experiment  with  digital  audio  production,  an  investment  of  time  and  expertise  for  the  not- 
too-distant  future  in  which  digital  text  and  digKai  audio  technologies  converge. 

Carrying  out  these  new  initiatives  creates  an  enormous  challenge,  one  which  RFB&O 
cannot  do  by  itself  or  in  isolation.  In  the  application  of  new  technologies,  RFB&O  is 
guided  and  advised  by  corporate  partners  such  as  IBM,  Microsoft,  the  Association  of 
American  Publishers,  and  others;  by  scientists  from  the  commercial  sound  and  electronic 
text  industries  who  serve  on  RFB&O's  National  Board  of  Oirectors  and  technical  advisory 
committees;  and  by  collaborative  research  efforts  underway  in  universities  and  agencies 
across  the  country  and  around  the  world. 

Through  these  activities  and  others,  RFB&O  is  improving  the  availability  and  flow  of 
information  to  people  with  disabPities  and  furthering  its  mission  of  equity  of  access  to 
information  for  all  Americans.  The  goal  is  quite  simple  »  accessible  versions  of 
information  to  people  with  disabilities  at  the  same  time,  with  the  same  ease,  and  on  the 
same  terms  as  is  accorded  to  the  general  population. 


CONCLUSION 

RFB&O  is  a  national  leader  and  innovator  in  providing  services  to  people  who  cannot  read 
standard  print  because  of  a  disability.  RFB&O  is  proud  of  Ks  proven  success  in  distributing 
educational  and  professional  materials  to  disabled  Americans  so  that  they  can  remove 
themselves  from  the  dependency  system  and  lead  productive  lives  in  society's 
mainstream. 

By  utilizing  a  work  force  largely  comprised  of  volunteers,  by  raising  the  bulk  of  its  funding 
from  private  sources,  by  following  well-managed  business  practices,  by  undertaking 
partnerships  ^ith  private  sector  corporations  and  other  agencies,  and  by  applying 
advances  in  new  technologies,  RFB&O  is  maximizing  the  federal  funding  entrusted  to  it, 
and  is  ensuring  a  sound  and  lasting  return  on  that  investment. 

We  ask  the  Congress  to  help  RFB&O  rise  to  the  increasing  demand  for  its  services  and 
continue  to  apply  new  technologies  which  allow  disabled  students  and  professionals  to 
compete  with  their  sighted  peers.  We  urge  the  Congress  to  continue  this  essential 
private-public  partnership  at  this  critical  time  by  modestly  increasing  its  support  of  RFB&O 
to  $4.5  million  for  FY  1997. 


STATEMENT  OF  RONALD  D.  HUNT,  D.V.M.,  DIRECTOR,  NEW  ENG- 
LAND REGIONAL  PRIMATE  RESEARCH  CENTER,  HARVARD 
MEDICAL  SCHOOL 

Chairman  Specter  and  Members  of  the  Committee:  I  am  Ronald  D. 
Hunt,  D.V.M.,  Director  of  the  New  England  Regional  Primate  Research  Center, 
Harvard  Medical  School.  I  thank  you  for  the  opportunity  to  submit  testimony  on 
behalf  of  the  seven  NIH-sponsored  Regional  Primate  Research  Centers,  each 
located  at  a  distinguished  University  in  California,  Georgia,  Louisiana, 
Massachusetts,  Oregon,  Wisconsin,  and  Washington. 

Since  their  initial  establishment  by  Congress  in  the  1960's,  the  seven 
Regional  Primate  Research  Centers  sponsored  by  the  National  Center  for 
Research  Resources  (NCRR)  have  served  the  nation's  biomedical  research 
needs  in  a  unique  and  essential  mission  of  the  National  Institutes  of  Health 
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(NIH).  Nonhuman  primates  are  very  often  the  vital  link  between  basic  research 
on  the  one  hand,  and  human  application  on  the  other.  Often  they  are  the  only 
appropriate  species  to  answer  particular  medical  questions.  The  seven 
Centers  provide  the  resources  to  include:  nonhuman  primates,  scientific 
expertise,  and  the  specialized  facilities  and  equipment  necessary  for  this 
research  to  be  carried  out  successfully.  Without  these  Centers,  many  high 
priority  biomedical  research  programs  which  require  nonhuman  primates, 
sponsored  and  supported  by  the  NIH,  could  not  proceed.  These  include 
programs  in  AIDS,  chronic  neurologic  diseases  such  as  Parkinsonism,  heart 
disease,  blindness,  organ  transplantation,  osteoporosis,  Lyme  disease,  and 
drug  addiction  to  name  only  a  few.  The  resources  of  the  Centers  are  vital  to 
research  on  these  and  other  diseases. 

As  examples  of  the  important  biomedical  research  conducted  at  the 
seven  Centers,  I  would  like  to  cite  several  research  programs  at  the  New 
England  Regional  Primate  Research  Center: 

AIDS:  When  AIDS  first  surfaced  in  the  early  1980's,  investigators  at  the  New 
England  Center  initiated  a  program  to  develop  an  animal  model  to  study  the 
disease.  This  proceeded  with  unprecedented  speed.  We  discovered  a  virus 
known  as  simian  immunodeficiency  disease  virus  (SIV),  which  is  very  closely 
related  to  human  immunodeficiency  disease  virus  (HIV).  In  monkeys,  SIV 
induces  a  disease  remarkably  similar  to  AIDS  in  humans  and  provides  the  best 
model  system  in  which  to  study  the  disease  process,,  therapy  and  vaccine 
development.  I  am  not  aware  of  any  other  example  where  the  development  of 
a  laboratory  animal  model  for  a  newly  emerged  human  disease  emerged  so 
quickly.  It  simply  would  not  have  happened  without  the  Regional  Primate 
Research  Centers  Program  and  their  vital  resources. 

Dr.  Ronald  Desrosiers,  Professor  of  Microbiology  at  the  New  England 
Center  has  developed  a  radical  vaccine  concept  which  has  completely 
protected  monkeys  against  exposure  to  wild-type,  disease-causing  strains  of 
SIV.  The  vaccine  is  based  on  deleting  from  the  virus  certain  genes  which  are 
essential  for  the  virus  to  cause  disease.  Of  the  many  approaches  to  an  AIDS 
vaccine,  this  is  the  only  vaccine  to  date  which  has  proven  so  effective.  Recent 
data  collected  from  the  long-term,  non-progressing  survivors  of  HIV  infection 
has  provided  evidence  that  similar  gene-deleted  strains  of  HIV  exist  In  nature 
arxJ  similarly  result  in  long-term,  disease-free  survival.  Additional  studies  are 
needed  to  document  the  safety  of  such  a  vaccine,  since  it  is  a  live  vaccine.  I 
emphasize,  however,  that  most  of  the  truly  successful  vaccines  used  to  prevent 
infectious  diseases  in  people  are,  in  fact,  live  virus  vaccines.  You  are  likely  to 
hear  more  about  this  vaccine  approach  in  the  future. 

SICKLE  CELL  ANEMIA:  Another  example  relates  to  the  development  of 
treatments  for  inherited  abnormalities  of  hemoglobin,  the  oxygen-carrying 
substance  of  red  blood  cells.  Worldwide,  millions  of  peoples'  lives  are  affected 
directly  or  indirectly  by  such  disorders,  most  prominent  among  them  being 
sickle-cell   anemia   and   beta-thalassemia.   The   demonstration   that  oral 
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hydroxyurea  is  the  first  effective  treatment  for  people  with  sickle  cell  anemia 
has  been  cited  as  one  of  the  top  ten  medical  advances  in  1995.  This  is  the 
direct  result  of  studies  with  nonhuman  primates  at  the  New  England  Center 
where  the  potential  effectiveness  of  hydroxyurea  was  first  demonstrated. 

VISION:  Studies  conducted  by  Dr.  Elio  Raviola  at  the  New  England  Center 
examine  why  millions  of  people  have  to  wear  glasses  due  to  myopia.  Myopia 
has  a  prevalence  of  about  25%  in  the  United  States  and  may  exceed  70%  in 
certain  populations  in  the  world.  Although  heredity  plays  a  part,  Dr.  Raviola 
has  gathered  compelling  evidence  that  environment  plays  a  role.  To 
understand  the  mechanism,  Dr.  Raviola  has  developed  a  nonhuman  primate 
model  in  which  he  proved  that  excessive  gro\N\h  of  the  posterior  segment  of  the 
eye  glob>e  follows  alteration  or  blurring  of  the  visual  perception.  He  has  shov^ 
in  monkeys  that  under  appropriate  circumstances  the  retina  secretes  an 
abnormal  molecule  that  controls  growth  of  the  eye  leading  an  actual  elongation 
of  the  eye  and  altered  vision.  The  identification  of  this  molecule  as  a 
vasoactive  peptide  provides  a  target  for  the  development  of  methods  to  prevent 
myopia. 

PARKINSON'S  DISEASE:  Parkinson's  disease  is  a  degenerative  disorder  of 
the  brain  which  affects  an  increasing  segment  of  the  older  population.  It  is 
characterized  by  a  loss  of  nerve  cells.  Typically,  diagnostic  symptoms  do  not 
become  evident  until  neural  degeneration  is  severe,  precluding  early 
intervention  with  drugs  that  may  retard  progression  of  the  disease.  A 
procedure  which  would  allow  presymptomatic  diagnosis  of  the  disease  would 
be  of  great  benefit.  Using  squirrel  monkeys,  Dr.  Bertha  Madras  at  the  New 
England  Center  has  developed  a  brain  imaging  agent,  termed  altropane,  that 
in  the  monkey  accumulates  almost  exclusively  in  the  dopamine-rich  striatum  of 
the  brain,  the  area  affected  in  Parkinson's  disease.  With  this  agent,  single 
photon  emission  tomography  (SPECT  imaging)  was  able  to  accurately  detect 
dopamine  cell  loss  in  monkeys  with  experimentally  induced  Parkinson'6 
disease.  The  Food  and  Drug  Administration  approved  investigation  of  this  new 
drug  and  studies  conducted  at  the  Massachusetts  General  Hospital  and 
elsewhere  have  confimied  in  human  patients  that,  indeed,  altropane  is  highly 
effective  in  imaging  those  specific  areas  of  the  brain  affected  in  Parkinson's 
disease,  thus  allowing  early  diagnosis. 

AFFILIATED  SCIENTISTS:  In  addition  to  their  own  research  programs,  the 
seven  Regional  Primate  Research  Centers  serve  as  national  resources  to  the 
biomedical  community  at  large.  Thousands  of  NIH-supported  investigators 
from  nearly  every  major  research  university  in  our  country  depend  upon  the 
Primate  Research  Centers'  resources.  These  investigators  either  actually 
conduct  part  of  their  research  at  the  Centers  or  depend  upon  the  Centers  for 
expertise  or  biological  specimens.  This  nationwide  program  addresses  nearly 
every  major  program  of  the  NIH  categorical  institutes. 

BUDGET:  The  research  programs  at  the  Centers  are  largely  supported  by 
research  grants  from  the  categorical  institutes  of  the  NIH.  The  infrastructure 
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of  the  Centers  which  provides  the  necessary  resources  for  the  program  to 
remain  successful,  however,  depends  on  appropriations  provided  to  the 
Centers  through  the  National  Center  for  Research  Resources,  NIH. 
Appropriations  for  the  Regional  Primate  Research  Centers  in  absolute  dollars 
has  barely  risen  in  recent  years,  and  has  actually  declined  in  several  recent 
years.  When  you  take  into  account  inflation  and,  in  particular,  the  extraordinary 
high  costs  of  biomedical  research,  the  budget  for  the  seven  Centers  has 
seriously  declined.  This  has  necessarily  led  to  reductions  of  available 
resources  for  the  biomedical  community.  In  particular,  irreplaceable  colonies 
of  nonhuman  primates  have  been  curtailed  and  \n\\\  probably  never  be  replaced. 
Many  programs  of  the  NIH  have  enjoyed  an  increase  in  their  budgets. 
Unfortunately,  certain  resources  are  easy  to  neglect.  Let  me  quote: 

The  right  plan,  with  the  wrong  resources, 
becomes,  sadly  the  wrong  plan 

I  request  that  this  committee  in  its  budget  deliberations  take  action  to  reverse 
the  current  "no  growth"  funding  pattern  that  has  existed  for  the  past  several 
years  for  the  Regional  Primate  Research  Center  Program.  The  seven  Centers 
are  currently  operating  around  12  million  dollars  below  their  NIH  peer-reviewed, 
approved  recommended  funding  level.  Specifically,  designated  funding  for  the 
Primate  Center's  Program  of  an  additional  6  million  dollars  over  the  FY  1996 
funding  authorization  of  $44,974  million  is  urgently  needed  to  prevent  further 
degradation  of  this  extremely  valuable  biomedical  resource. 

I  would  like  to  thank  the  Committee  for  their  support  in  providing  NCRR 
construction  funds  which  are  specifically  designated  for  Primate  Centers  the 
previous  two  years.  These  funds  are  essential  for  providing  appropriate 
facilities  and  laboratories  for  our  vital  research  mission  and  continued 
appropriations  of  this  nature  are  essential. 


STATEMENT  OF  JOHN  S.  GUSTAFSON,  ON  BEHALF  OF  THE  NA- 
TIONAL ASSOCIATION  OF  STATE  ALCOHOL  AND  DRUG 
ABUSE  DIRECTORS,  INC. 

Chairman  Specter  and  Members  of  the  Senate  Appropriations  Sut)Committee  on 
Labor,  Health  and  Human  Services,  Education,  and  Related  Agencies,  thank  you  for 
the  opportunity  to  testify  before  you  today.  My  name  is  John  Gustafson,  and  I  am  the 
Executive  Director  of  the  National  Association  of  State  Alcohol  and  Drug  Abuse 
Directors  (NASADAD).  NASADAD  represents  the  concerns  of  State  Authorities  that 
administered  over  $3.9  billion  of  substance  abuse  prevention  and  treatment  programs 
in  FY'94.  The  primary  Federal  contribution  to  this  $3.9  billion  is  the  $1.2  billion 
Substance  Abuse  Block  Grant. 

State  Alcohol  and  Drug  Authorities  provide  funding,  training,  technical 
assistance,  and  support  to  over  7,000  community-based  programs  that  deliver  substance 
abuse  treatment  and  to  a  similarly  large  number  of  prevention  programs  that  help  youth. 
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pregnant  and  parenting  women,  and  people  of  all  ages  to  avoid  substance  abuse 
problems. 

I  am  here  today  to  ask  that  the  Substance  Abuse  Block  Grant  be  increased  by 
$266  million,  from  its  FY'96  level  of  $1,234  billion  to  $1.5  billion.  NASADAD  is 
also  requesting  that  the  substance  abuse  demonstration  programs  be  restored  to  their 
FY'95  levels.  These  demonstrations,  which  are  now  designated  Knowledge 
Development  and  Application  (KDA)  grants,  were  decimated  by  a  60  percent  cut  in 
FY'96.  We  recommend  that  Center  for  Substance  Abuse  Treatment  (CSAT)  KDAs  be 
provided  $208.4  million,  and  the  Center  for  Substance  Abuse  Prevention  (CSAP)  KDAs 
be  provided  $238.6  million.  State  Alcohol  and  Drug  Authorities  feel  that  these 
investments  are  essential  to  meet  the  need  for  prevention  and  treatment  and  that  they 
will  reduce  costs  related  to  crime,  Medicaid,  welfare,  and  Medicare. 

There  are  several  key  reasons  why  this  increase  is  necessary  and  justified: 

1.  We  must  redouble  our  efforts  to  reverse  the  startling  surge  in  the  number 
of  youths  who  are  using  alcohol  and  other  drugs.  NASADAD  fully  supports 
the  decision  by  the  new  Director  of  the  Office  of  National  Drug  Control 
Policy  (ONDCP),  General  McCaffrey,  to  make  reducing  substance  abuse 
among  children  and  teenagers  the  number  one  goal  in  the  1996  Drug 
Strategy. 

2.  We  must  expand  treatment  capacity  in  order  to  provide  treatment  services 
to  individuals  currently  on  waiting  lists. 

3.  State  Authorities  will  have  to  provide  treatment  to  recipients  of  Aid  to 
Families  with  Dependent  Children  (AFDQ  and  to  individuals  with  alcohol 
and  other  drug  problems  receiving  Social  Security  benefits.  As  welfare 
reforms  at  the  State  and  Federal  level  continue,  and  as  eligibility  for 
disability  benefits  for  individuals  with  substance  abuse  problems  is 
eliminated,  more  recipients  of  public  assistance  will  need  treatment  in  order 
to  get  and  keep  jobs. 

4.  Alcohol  and  other  drug  treatment  and  prevention  services  will  help  to 
reduce  rapidly  increasing  Medicaid,  Medicare,  and  other  social  and  health- 
related  costs. 

5.  State  and  National  studies  show  that  not  only  does  treatment  work,  but  that 
it  is  cost-effective  in  the  short  and  long  run. 

Startling  Increases  in  Use  by  Youth 

Results  from  the  1995  National  Institute  on  Drug  Abuse's  Monitoring  the  Future 
Survey  indicate  the  critical  need  for  alcohol  and  drug  prevention  and  treatment  programs 
for  young  Americans.  Teenage  alcohol  and  drug  use  has  seen  an  alarming  rise  in  the 
last  4  years.  The  proportion  of  8th  graders  taking  illicit  drugs  in  the  12  months  prior 
to  the  survey  has  abnost  doubled  since  1991 ,  from  1 1  percent  to  21  percent.  Rates  of 
alcohol  use  among  8th  and  10th  graders  also  remained  high:  25.5%  of  8th  graders  and 
39.2%  of  10th  graders  have  tried  alcohol  in  the  past  month.  These  numbers  tell  us  that 
not  only  can  we  not  afford  to  let  our  guard  down  but  that  we  must  redouble  our  efforts 
if  we  are  to  overcome  this  distressing  trend. 
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Need  for  Treatment 

NASADAD's  most  recent  survey  of  alcohol  and  other  drug  treatment  waiting 
lists  shows  some  alarming  numbers.  Over  63,000  people  are  on  waiting  lists  for 
treatment  at  any  one  time.  States  also  noted  that  over  768,000  individuals  receiving 
AFDC  and  more  than  200,000  recipients  of  Supplemental  Security  Income  (SSI)  and 
Social  Security  Disability  Income  (SSDI)  will  also  need  treatment,  as  policy  changes 
at  the  State  and  Federal  level  continue.  Welfare  reforms  that  include  time  limits  and 
work  requirements  will  increase  the  need  for  treatment  among  AFDC  recipients  with 
substance  abuse  problems.  In  addition,  the  Drug  Addicted  and  Alcoholic  (DA&A) 
category  for  SSI  and  SSDI  has  been  eliminated,  terminating  benefits  for  200,000 
recipients  who  will  need  treatment  in  order  to  join  the  workforce. 

In  States  represented  on  this  Subcommittee,  the  Waiting  List  numbers  are  as 
follows  (where  data  are  available):  Pennsylvania,  1,908;  Mississippi,  1.175; 
Washington,  1,023;  Florida,  1,377;  Missouri,  286;  West  Virginia,  635;  South  Carolina, 
250;  Hawaii,  232;  Arkansas,  5,180;  and  Nevada,  830. 

Treatment  Will  Help  Reduce  Medicaid  and  Medicare  Costs  and  Slow  the  Spread 
of  HTV  and  TB 

There  has  been  considerable  discussion  regarding  the  need  to  cap  escalating 
Federal  and  State  health  care  costs  by  making  changes  in  the  Medicaid  and  Medicare 
programs.  Yet  the  effects  of  substance  abuse  on  these  programs  have  not  been  fully 
appreciated  in  these  debates.  The  Center  on  Addiction  and  Substance  Abuse  (CASA) 
at  Columbia  University  analyzed  the  1991  National  Hospital  Discharge  Survey  to 
determine  the  costs  of  substance  abuse  to  these  important  health  care  programs. 

Of  the  $96.4  billion  spent  on  Medicaid  that  year,  $18.2  billion  (18.9%)  was 
attributable  to  substance  abuse  problems.  Of  the  $173.3  billion  that  was  spent  on 
Medicare  in  1991,  $31.9  billion  (18.4%)  was  related  to  substance  abuse.  Clearly, 
untreated  substance  abuse  contributes  significantly  to  the  costs  of  these  programs.  One 
out  of  every  five  dollars  spent  on  Medicare  and  Medicaid  was  a  result  of  substance 
abuse.  Investing  in  alcohol  and  other  drug  prevention  and  treatment  can  help  cut  costs 
dramatically. 

In  addition,  serious  health  epidemics  could  be  slowed  if  adequate  alcohol  and 
other  drug  treatment  were  available.  For  example,  HIV  infection  related  to  drug  use  is 
escalating.  An  unpublished  study  by  the  Centers  for  Disease  Control  and  Prevention 
(CDC),  which  was  discussed  in  a  February  28,  1995,  New  York  Times  article,  found  that 
75%  of  new  HIV  infections  in  1994  were  directly  or  indirectly  a  result  of  substance 
abuse. 

Along  the  same  lines,  substance  abusers  are  at  high  risk  for  contracting  and 
spreading  tuberculosis  and  the  very  expensive  multiple  drug-resistant  TB.  In  fact,  the 
CDC  lists  alcoholics  and  intravenous  drug  users  as  1  of  the  8  "top  priority"  groups 
for  TB  testing.  Also  on  this  list  are  other  individuals  who  are  vulnerable  to  substance 
abuse  including  persons  with  HIV  and  low-income  populations,  including  high-risk 
minorities. 
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Law  Enforcement  Leaders  Call  for  Substance  Abuse  Treatment 

Many  organizations  responsible  for  addressing  the  problems  of  crime  believe  that 
substance  abuse  treatment  funding  should  be  increased.  In  its  report.  New  Directions 
for  National  Substance  Abuse  Policy,  the  American  Bar  Association  notes  that 
"Substance  abuse  must  be  recognized  as  a  public  health  problem  that  can  be  prevented 
and  treated.  Preventing  substance  abuse,  and  treating  it  at  the  earliest  opportunity  for 
those  who  already  have  problems,  can  reduce  the  need  for  more  costly  intervention 
measures  later  on. ' 

According  to  a  January  1995  poll,  3 1  %  of  the  Nation's  police  chiefs  believe  that 
"reducing  drug  abuse"  would  have  the  greatest  impact  on  violent  crime,  almost  twice  the 
number  who  cited  other  factors  such  as  a  better  economy  or  longer  prison  sentences. 
In  addition,  a  study  by  the  prevention  group  Join  Together,  conducted  by  a  nine-member 
panel  that  included  a  mayor,  prosecutor,  judge,  police  chief,  and  prison  supervisor, 
concluded  that  "The  criminal  justice  system... must  emphasize  treatment  and  prevention, 
not  incarceration." 

An  even  more  remarkable  study  was  recently  completed  by  Drug  Strategies  in 
conjunction  with  the  Police  Foundation.  Over  300  police  chiefs  were  interviewed  in 
early  1996.  Drug  abuse  was  cited  as  the  most  serious  problem  facing  their  communities, 
more  so  than  domestic  violence,  property  crime,  and  violent  crime.  Furthermore,  63 
percent  believed  it  has  become  either  a  somewhat  or  much  greater  problem  in  the  past 
five  years.  Most  notably,  only  15  percent  believed  punishment  would  be  more  effective 
than  education,  treatment,  or  interdiction  in  controlling  drug  problems,  and  59  percent 
viewed  putting  drug  users  in  court-supervised  treatment  programs  as  more  effective  than 
prison  or  jail  time. 

Prevention 

Prevention  services  are  a  critical  part  of  the  continuum  of  health  care  provided 
by  State  Alcohol  and  Drug  Authorities.  Twenty  percent  of  the  Substance  Abuse  Block 
Grant  is  allocated  for  prevention,  and  States  contribute  additional  dollars  for  a  total 
commitment  in  FY '94  of  $522  million.  States  have  a  productive  and  effective 
prevention  infrastructure  in  place  that  plans  and  provides  services  to  communities, 
schools,  and  families  to  reduce  their  risk  for  substance  abuse. 

While  children  in  our  schools  are  the  most  obvious  candidates  for  alcohol  and 
drug  abuse  prevention  and  education  programs,  many  populations  receive  prevention 
services  through  the  State  Agencies,  including  the  elderly,  pregnant  and  parenting 
women,  out-of-school  youth,  and  others. 

Examples  of  specific  alcohol  and  other  drug  (AOD)  prevention  programs  include: 

o  Training  for  primary  care  physicians  who  treat  high-risk  populations. 

o  Education  on  the  appropriate  use  of  prescription  medications  by  seniors. 

o  Programs   presented   at   community   colleges,    universities,    and    vocational 

education  institutions  to  discourage  binge  drinking  by  college  students  and 

educate  them  about  the  risk  of  alcohol  and  drug  abuse, 
o  Classes  on  the  negative  effects  of  substance  abuse  for  pregnant  and  parenting 

women. 
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o  Alcohol  and  other  drug  prevention  services  for  adults  in  the  welfare  system, 

o  Education  and  support  services  to  help  parents  talk  to  their  children  about 

substance  abuse. 

State  AOD  abuse  prevention  programs  are  designed  to  provide  these  programs, 
and  take  into  consideration  culturally  appropriate  strategies  for  racial  and  ethnic  minority 
groups  and  the  social  organizations  that  serve  them.  In  addition,  AOD  abuse  prevention 
experts  provide  training  and  expertise  to  community  leaders  and  organizations.  Without 
a  persistent  prevention  effort  to  address  substance  abuse  problems  for  people  of  all  ages, 
the  number  of  people  who  need  treatment  will  escalate. 

Treatment  Effectiveness 

There  have  been  many  studies  of  the  effectivenes-s  and  cost  benefits  of  alcohol 
and  other  drug  treatment,  and  the  results  are  clear:  Treatment  Works!  Treatment 
reduces  alcohol  and  drug  use,  cuts  crime,  reduces  health  care  costs,  increases  worker 
productivity,  and  saves  taxpayers  money. 

One  of  the  most  recent,  comprehensive  studies  was  conducted  in  California  and 
published  in  1994.  The  California  study  randomly  selected  1,900  treatment  clients  from 
16  counties  and  followed  up  on  their  progress  an  average  of  15  months  after  treatment. 
Significant  decreases  were  seen  in  hospitalizations,  emergency  room  visits,  crime,  and 
other  social  costs.  The  overall  benefit  in  California  was  $7.14  for  each  dollar  invested 
in  treatment. 

Other  States  have  reported  similar  cost  reductions  after  alcohol  and  other  drug 
treatment.  Although  not  all  States  have  the  resources  to  conduct  research,  NASADAD 
published  a  report  in  1994  entitled  Invest  in  Treatment  for  Alcohol  and  Other  Drug 
Problems:  It  Pays.   Here  are  just  two  of  the  results  reported  by  States: 

o  Ohio  showed  a  66%  decrease  in  hospital  admissions  and  a  41%  decrease  in 

emergency  room  utilization  after  treatment.  Ohio  also  showed  an  89%  decrease 
in  absenteeism  and  a  57%  decrease  in  on-the-job  injury  after  treatment. 

o  Minnesota  has  calculated  it  saves  $22  million  in  health  costs  annually,  thanks  to 

its  substance  abuse  treatment  programs. 

Several  of  the  States  represented  on  this  subcommittee  have  also  reported  positive 
results  from  substance  abuse  treatment.  For  example,  Washington  State  found  that  in- 
hospital  costs  were  reduced  by  half  among  those  who  successfully  completed  treatment 
programs.  Iowa  also  reported  a  reduction  in  hospitalizations  among  those  who 
completed  treatment.  In  the  criminal  justice  field,  Wisconsin  reduced  recidivism  among 
criminal  offenders  who  completed  treatment  from  74  percent  to  43  percent,  while 
Florida  reduced  its  recidivism  among  a  similar  population  from  40  percent  to  26 
percent. 

Florida  will  soon  have  additional  successes  to  report.  Beginning  in  July  1996, 
contracts  for  substance  abuse  services  will  contain  performance  measures  to  assess  the 
effectiveness  of  prevention  and  treatment  services.  Other  States  will  have  additional 
information  to  report  as  well:  the  National  Academy  of  Sciences  is  now  reviewing  data 
sets  that  might  be  used  on  a  national  level  to  help  States  document  performance 


191 


objectives  for  substance  abuse  and  mental  health  concerns.  NASADAD  encourages  the 
Federal  Government  to  do  more  to  help  States  find  ways  to  document  their  success. 

Closing 

In  closing,  I  would  like  to  emphasize  the  following: 

1.  Both  Federal  and  State  governments  can  save  taxpayer  money  by  investing 
in  substance  abuse  treatment  and  prevention. 

2.  Treatment  has  a  proven  track  record.  State  and  Federal  studies  show  that 
after  treatment,  health  care  costs  and  crime  costs  decrease  while  productivity 
and  school  achievement  increase.   We  can  make  a  di^erence. 

3.  Reforms  are  being  proposed  at  the  Federal  and  State  level  to  time-limit 
AFDC  benefits  and  eliminate  benents  for  SSI/SSDI  recipients  with  an  alcohol 
or  drug  disability.  Without  treatment,  these  recipients  will  not  be  able  to 
get  and  keep  jobs. 

4.  We  must  make  a  firm  commitment  to  help  stem  the  rising  tide  of  youth  use 
of  alcohol  and  illicit  drugs  through  prevention  efforts. 

Thank  you  for  the  opportunity  to  testify  before  the  committee  today. 


STATEMENT  OF  MARTHA  KEYS,  VICE  PRESIDENT  OF  PUBLIC 
AFFAIRS,  THE  NATIONAL  MULTIPLE  SCLEROSIS  SOCIETY 

Mr.  Chairman,  distinguished  members  of  the  Subcommittee.  My  name  is 
Martha  Keys,  Vice  President  of  Public  Affairs  for  the  National 
Multiple  Sclerosis  Society.   I  thank  you  for  the  opportunity  to 
submit  testimony  on  behalf  of  the  400,000  members  of  the  Society  and 
the  more  than  one  million  individuals  and  families  vho  are  affected 
by  MS.   I  would  like  to  begin  by  relating  the  story  of  one  woman  who 
is  fairly  typical  of  those  living  with  MS  in  every  community 
throughout  this  country.   It  is  on  behalf  of  this  woman  and  those 
like  her  that  we  are  asking  for  your  continued  support  in  funding 
critical  biomedical  and  rehabilitation  research. 

In  1984,  Carole  Downing,  a  recently  laid  off  single  mother,  was 
diagnosed  with  MS.  Her  life  has  since  changed  significantly. 
Carole  was  confined  to  a  wheelchair  for  2  1\2  years.  Today,  she  can 
get  around  using  either  a  cane  or  walker.  Adjustments  in  mobility, 
however,  are  still  part  of  her  daily  routine.   Carole  returned  to 
school  and  earned  her  masters  degree  in  social  work.   She  currently 
serves  as  a  volunteer  clinical  social  worker  at  the  University  of 
Maryland  Hospital  and  counsels  hundreds  of  people  with  MS  by 
telephone,  at  self-help  groups  and  through  her  Internet  web  site. 
In  addition,  Carole  has  participated  in  several  clinical  studies  to 
help  evaluate  new  treatments  for  MS.  By  providing  the  necessary 
funding,  you  can  assist  Carole  in  her  efforts  to  advance  MS  research 
and  treatments  thereby  helping  improve  her  life  and  the  lives  of 
others  living  with  MS. 
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I.  National  Institutes  of  Health 

Current  research  and  treatment  possibilities  make  this  the  most 
exciting  time  in  the  history  of  MS  research.  Now  is  a  time  to  even 
further  increase  our  commitment  to  NIH  with  the  great  promise  for 
positive  answers  to  emerge.  We  are  extremely  grateful  for  the 
targeted  FY'96  appropriation  of  $11.9  billion,  a  5.7X  increase  over 
the  FY '95  appropriation.  Ve  in  the  MS  community  are  so  pleased  with 
this  NIH  budget  increase  which  shows  the  commitment  by  Congress  to 
NIH  and  its  importance  to  the  health  of  Americans.  Ve  are  well 
aware  that  this  Committee  originally  suggested  the  5.7%  increase  and 
want  to  thank  you  for  your  dedication  to  NIH  and  its  mission  which 
is  carried  out  at  scientific  facilities  throughout  the  country. 

A.  National  Institute  of  Neurological  Disorders  and  Stroke 

Important  intramural  and  extramural  research  on  the  MS  disease 
process  is  being  done  through  the  auspices  of  the  NINDS.  The  NINDS 
intramural  program  is  conducting  several  important  studies  using  MRI 
imaging  and  the  drug  Betaseron,  the  very  first  drug  for  the 
underlying  disease  approved  by  FDA  in  1993.  The  effect  of 
interferon  beta  lb  (Betaseron)  has  now  been  studied  in  a  group  of  14 
patients  with  early  mild,  relapsing-remitting  MS  to  test  its  ability 
to  reduce  alterations  in  the  blood-brain  barrier.  In  those  studied, 
all  have  had  a  dramatic  reduction  in  lesions,  with  complete 
cessation  of  disease  activity,  as  measured  by  MRI,  for  many.  These 
findings  suggest  an  important  site  of  action  for  beta-interferon, 
and  point  to  new  avenues  of  research  involving  early  drug 
intervention  to  be  further  pursued.  The  studies  also  provide 
further  evidence  of  the  usefulness  of  MRI  in  monitoring  both  disease 
activity  and  response  to  treatment.  A  study  such  as  this  could  be 
expanded  with  more  resources. 

NINDS  also  supports  a  substantial  program  of  extramural  research  on 
MS.  Current  and  planned  research  includes  studies  of  immune 
characteristics  of  MS  patients,  abnormalities  found  in  animal 
models,  mechanisms  of  pathogenesis  and  plaque  formation,  peptides  in 
regulation/blocking  of  immune  responses,  development  of  new 
monoclonal  antibodies,  and  studies  of  adhesion  molecule  function  in 
cell  traffic  across  the  blood-brain  barrier.  There  are  exciting  new 
studies  concerning  gender  differences  in  the  MS  disease  process. 
This  is  a  fairly  new  direction  which  we  at  the  MS  Society  believe 
will  shed  light  on  how  the  disease  process  affects  people 
practically.  There  may  also  be  answers  as  to  why  MS  strikes 
approximately  two  times  more  women  than  men.  The  role  of  hormones 
and  genetic  differences  may  be  elucidated.  In  1994,  NINDS  research 
funding  for  MS  was  just  under  $59  million;  the  research  funding  for 
FY '95  was  approximately  $63  million.  These  increases  in  funding 
have  been  translated  into  new  treatments,  new  understcuiding  of  the 
disease,  a  feeling  of  more  control  for  those  who  have  the  disease 
and  hopefully  less  disability  and  more  productivity  for  those  living 
with  MS  and  their  families.   The  National  Multiple  Sclerosis 
Society  and  the  NINDS  have  identified  target  areas  of  MS  research 
with  enormous  potential  for  investment  including: 

•  Refine  and  increase  the  knowledge  of  genes  that  predispose  people 
to  develop  MS  and  identify  ways  to  halt  or  reverse  that  process, 

•  Identify  the  targets  in  the  immune-system  attacks  in  MS  and 
develop  new  methods  to  block  or  repair  the  destruction  of  the 
myelin  insulation  that  coats  nerve  fibers. 
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•  Investigate  cellular  and  molecular  mechanisms  luiderlying  recovery, 
including  myelin-producing  cells  and  production  of  myelin, 

•  Conduct  clinical  trials  of  new  treatments  and  develop  new  methods 
to  enhance  recovery  including  further  research  on  the  blood-brain 
barrier. 

.  Increase  the  number  of  MS  clinical  research  centers. 

The  National  Multiple  Sclerosis  Society  urges  a  meaningful  increase 
above  last  year's  appropriation  of  $771,252  for  the  National 
Institute  of  Neurological  Disorders  and  Stroke.  Surely  we  must  step 
up  our  research  when  we  are  so  close  to  significant  advances. 

B.  National  Institute  of  Allergy  and  Infectious  Disease 

NIAID  also  conducts  research  important  to  solving  the  puzzle  of  MS 
and  other  autoimmune  diseases.  During  the  FY '96  fiscal  year  about 
$17  million  will  be  spent  on  MS  specific  research  projects. 

NIAID  researchers  have  proposed  the  idea  of  a  vaccine  for  the 
treatment  of  MS  and  other  autoimmune  diseases.  They  have  discovered 
that  some  of  the  cells  involved  in  the  immune  response  (called  T 
cells)  attack  the  brain  in  people  with  MS.  Drugs  that  suppress  the 
immune  system  are  being  given  to  some  patients  in  an  attempt  to 
suppress  the  activated  T  cells.  The  next  step  would  be  to  develop  a 
more  specific  treatment  that  can  attack  the  activated  T  cells 
without  affecting  healthy  cells.  This  targeted  approach  may  serve 
as  a  model  for  treating  other  autoimmune  diseases  such  as  Juvenile 
diabetes  and  lupus. 

The  NIAID  is  also  undertaking  an  initiative  on  gender  based 
differences  in  autoimmune  diseases.  There  will  be  collaboration 
with  NINDS  and  other  relevant  Institutes.  Understanding  the  gender 
based  differences  in  the  disease  process  will  lead  to  new 
understanding  of  the  role  of  hormones  and/or  genes  in  the  beginning 
of  the  disease  and  its  progression. 

The  Division  of  Allergy,  Immunology  and  Transplantation  also  has  an 
initiative  on  the  pathogen  that  incites  autoimmune  diseases.   If  it 
is  determined  that  a  virus  incites  MS,  this  may  lead  to  a  vaccine  or 
a  way  to  intervene  with  a  treatment  as  early  as  possible.  These  and 
other  research  grants  are  certainly  exciting  and  need  to  be  extended 
and  expanded. 

Thus  we  also  urge  you  to  significantly  increase  the  $1,169  billion 
research  budget  of  NIAID  so  that  basic  and  clinical  immunology  and 
autoimmunity  research  can  continue  and  advance. 

C.  National  Center  for  Medical  Rehabilitation  Research 

This  relatively  new  National  Center  fpr  Medical  Rehabilitation 
Research,  has  great  potential  to  lead  to  health  care  treatment  for 
those  living  with  MS.  We  would  urge  you  to  fiuid  $30 (last  year's 
figure)  million  as  recommended  by  the  National  Advisory  Board  on 
Medical  Rehabilitation  Research.  The  Advisory  Board  Report  has 
enumerated  many  opportunities  that,  so  far,  have  gone  unfunded. 

The  following  are  just  a  few  of  the  research  areas  for  which 
investment  now  could  yield  significant  results  that  would  help 
people  with  MS  every  day: 

•  interface  of  MS  disease  process  and  factors  related  to  women, 
(i.e.  menses,  pregnancy,  menopause)  Significant  pilot  data 
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suggests  temporary  vorsening  of  symptoms  at  the  beginning  of 
menses  and  increased  relapses  postpartum;  there  is  no  research  on 
the  effect  of  menopause  on  the  clinical  disease 

•  improving  function  of  people  with  disabilities 

•  improving  mobility 

•  developing  new  devices 

•  finding  measurements  to  detect  changes  and  predict  future  function 

II.  Deparfent  of  Education 

A.  Rehabilitation  Services  Adainistration 

In  1992,  the  U.  S.  Department  of  Education,  Rehabilitation  Services 
Administration  provided  funding  to  the  National  MS  Society  for  a 
3-year  demonstration  project  designed  to  help  maximize  job  retention 
and  enhance  job  satisfaction  for  persons  with  disabling  chronic 
illnesses  such  as  multiple  sclerosis.  The  model  that  has  been 
implemented  involves  meeting  directly  with  employers  and  their 
employees  with  a  chronic  illness  who  are  experiencing  difficulties 
at  work.  It  examines  job  performance  barriers  and  offers 
recommendations  on  how  to  decrease  or  eliminate  these  barriers 
through  reasonable  accommodations. 

To  date.  Project  Alliance  has  conducted  approximately  90  full  job 
analyses  and  over  300  additional  consultations.  Through  the  Project 
Alliance  intervention  and  subsequent  follow-ups  it  is  estimated  that 
more  than  80Z  have  retained  their  current  position. 

Now  as  part  of  an  ongoing  commitment  to  employment  for  people  with 
disabilities,  we  ask  you  to  encourage  RSA  to  fund  a  Job  retention 
program  for  people  with  chronic  illness  focusing  on  a  training 
program  for  vocational  rehabilitation  counselors.  VR  counselors 
have  a  history  of  not  being  able  to  help  those  with 
relapsing/remitting  conditions  because  of  a  lack  of  resources  for 
successfully  dealing  with  their  problems.  Since  each  state 
Vocational  Rehabilitation  Agency  deals  with  all  disabilities  and 
employment  issues,  the  counselors  are  best  suited  to  make  use  of  the 
successful  resource,  the  model  established  by  Project  Alliance. 

In  addition,  the  RSA  should  fund  a  vocational  services  program 
utilizing  the  medical  community  to  help  individuals  with  adult-onset 
disabilities  maintain  and  improve  job  function  from  the  time  of 
diagnosis,  rather  than  after  problems  arise.  The  programs  should 
include  vocational  consultation,  tie  in  with  support  groups, 
functional  assessment  and  job  site  analysis,  and  recommendations  for 
accommodations  to  improve  job  function  and  productivity. 

Ve  would  like  to  point  out  that  rehabilitation  research,  innovations 
and  technologies  are  constantly  improving  and  changing.  To  maintain 
and  increase  independence  and  expand  emplojnnent  and  other 
life-fulfilling  activities,  it  is  essential  that  RSA  continue  to 
fund  both  pre-service  and  continuing  interdisciplinary  education. 
The  very  promise  of  both  the  Tech  Act  and  the  Americans  with 
Disabilities  Act  depends  on  getting  the  latest  information, 
techniques  and  technologies  to  those  who  can  use  and  benefit  from 
them.  Without  the  training  of  professionals  (e.g.  occupational, 
vocational,  speech  and  other  therapists,  nurses,  and  physicians)  in 
the  rehabilitation  field,  it  is  less  likely  that  people  with 
disabilities  will  learn  of  state-of-the-art  developments  that  will 
enhance  all  aspects  of  their  personal  and  professional  lives. 
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B.  National  Institute  of  Disability  and  Rehabilitation  Research 

The  National  Institute  of  Disability  and  Rehabilitation  Research 
(NIDRR)  has  two  separate  areas  of  funding  requirements,  its  basic 
research  prograifi  and  the  Technology  Related  Assistance  Program  for 
People  with  Disabilities  (Tech  Act).  Included  in  high  potential 
basic  research  areas  are: 

•  measurement  of  services 

•  access  to  health  care  for  people  with  disabilities 

•  degenerative,  progressive  diseases 

•  service  integration 

•  implementation  and  evaluation  of  effects  of  the  Americans  with 
Disabilities  Act 

While  we  understand  that  many  in  Congress  are  seeking  to  reduce  the 
federal  budget,  it  is  urgent  that  you  consider  the  cost  of  current 
investment  in  light  of  future  benefits  and  savings  both  to  the 
individual  and  society.  This  is  true  in  both  biomedical  and 
rehabilitation  research.  Funding  programs  of  early  intervention  to 
keep  people  working  prevents  early  eligibility  for  Social  Security 
Disability  Insurance  and  the  slow  dissolution  of  an  individual's 
funds  leading  to  Medicaid  coverage  and  and  the  need  for  income 
supports. 

In  summary,  we  suggest  that  the  only  way  to  control  health  care 
costs,  the  only  way  to  make  sure  that  young  adults  with  MS  remain 
independent,  productive,  tax-paying  citizens  is  to  continue  to 
support  government  funded  biomedical  and  rehabilitation  research. 
Many  experts  now  foresee  MS  as  a  family  of  largely  controllable 
diseases  but  only  if  research  continues  at  a  rapid  pace.  Please 
allow  people  with  MS  and  their  families  to  see  this  progress.  Thank 
you  for  allowing  the  Society  to  submit  this  important  testimony. 


STATEMENT  OF  BOBBY  C.  SIMPSON,  DIRECTOR,  ARKANSAS  RE- 
HABILITATION SERVICE,  ON  BEHALF  OF  THE  COUNCIL  OF 
STATE  ADMINISTRATORS  OF  VOCATIONAL  REHABILITATION 

COUNCIL  OF  STATE  ADMINISTRATORS  OF  VOCATIONAL  REHABILITATION 

The  Council  of  State  Administrators  of  Vocational  Rehabilitation 
(CSAVR)  is  comprised  of  the  chief  administrators  of  the  public  agencies 
providing  rehabilitation  sen/ices  to  persons  with  disabilities  in  the  fifty  (50) 
states,  the  District  of  Columbia,  and  the  territories. 

These  Agencies  constitute  the  State  partners  in  the  State-Federal 
Program  of  Rehabilitation  Services  for  persons  v\^ith  mental  and/or  physical 
disabilities,  as  authorized  by  the  Rehabilitation  Act  of  1973,  P.L.  93-112,  as 
amended. 

While  the  Rehabilitation  Act  is  the  cornerstone  of  our  Nation's 
commitment  to  assisting  eligible  people  with  disabilities  to  obtain  competitive 
employment  and  to  live  independent  and  productive  lives,  it  is  severely 
underfunded. 

When  one  considers  that  a  Louis  Harris  and  Associates  study  estimates 
that  two  out  of  every  three  adults  with  a  disability  are  unemployed,  and  that 
the  Rehabilitation  Program  has  the  resources  to  provide  services  to  only  one 
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in  twenty  eligible  people,  this  under  funding  constitutes  an  unacceptable 
tragedy  for  the  millions  of  people  with  disabilities  who  need  services  in  order 
to  become  employed,  yet  are  unable  to  receive  them. 

The  great  responsibility  placed  upon  the  Rehabilitation  Program 
became  even  more  acute,  with  the  passage  and  implementation  of  the 
"Americans  with  Disabilities  Acf  (ADA).  The  ADA  vastly  expands  opportunities 
for  all  Americans  with  disabilities.  It  is  vital  therefore  that  the  Rehabilitation 
Program  assist  people  with  disabilities  to  fully  realize  the  promise  of  this 
landmark  legislation. 

VOCATIONAL  REHABILITATION  SERVICES;  BASIC  STATE  GRANTS 

FY  1997  CSAVR  RECOMMENDATION $2,500,000 

FY  1997  AUTHORIZATION Such  Sums 

Basic  State  Service  Grants  are  the  lifeblood  of  the  Vocational 
Rehabilitation  Program,  financing  the  provision  of  vocational  rehabilitation 
services  to  eligible  individuals  with  mental  and  physical  disabilities  for 
placement  in  competitive  employment. 

These  Federal  dollars,  matched  with  state  monies,  permit  State 
Rehabilitation  Agencies  to  provide,  or  to  contract  with  private  organizations 
and  agencies  to  provide,  individualized,  comprehensive  services  to  eligible 
persons  with  mental  and/or  physical  disabilities,  for  the  purpose  of  rendering 
these  individuals  employed  and  independent. 

Such  services  may  include  evaluation;  comprehensive  diagnostic 
sen/ices;  counseling;  physical  restoration;  rehabilitation  engineering;  the 
provision  of  various  kinds  of  training  and  training  supplies,  tools  and 
equipment;  prosthetic  devices;  placement;  transportation;  post-employment 
services;  and  "any  other  service"  necessary  to  rehabilitate  an  individual  into 
employment. 

For  Fiscal  Year  1995,  the  Federal  Govemment  advises  that  the 
$2,043,874,000  appropriated  for  Basic  State  Vocational  Rehabilitation  provided 
services  designed  to  lead  to  gainful  employment  for  1,251,710  people  with 
disabilities  of  which  940,816  were  severely  disabled. 

Despite  this  expenditure,  there  still  are  not  sufficient  funds  to  sen/e  all 
those  eligible,  disabled  people  who  have  the  potential  and  desire  to  work  and 
who  need  rehabilitation  and  training  services  to  obtain  employment  and 
self-sufficiency. 

In  carrying  out  the  Congressional  mandate  to  give  priority  of  service  to 
the  rehabilitation  of  individuals  who  are  severely  disabled.  State  Agencies 
have  found  that  the  costs  ~  in  time,  effort,  and  money  for  services  -  are  much 
greater  than  the  cost  of  rehabilitating  people  less  severely  disabled. 

At  the  same  time,  it  is  alarming  to  note  that  the  purchasing  power  of 
the  resources  available  has  remained  virtually  stagnant  since  1 980. 

This  means  that  the  Program  is  rehabilitating  fewer  people,  while 
expending  more  money  for  services,  staff  training,  equipment,  and  facilities. 

With  these  statistics  in  mind,  the  Council  strongly  urges  that  the 
Congress  assist  us  in  facing  this  challenge  by  providing  Federal 
appropriations  for  Basic  State  Vocational  Rehabilitation  Services  in  the  amount 
of  $2,500,000,000  for  Fiscal  Year  1997. 
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The  justification  for  higher  funding  levels  stems  from  the  purpose  for 
which  the  money  is  spent--the  prevention  of  an  incalculable  waste  of  human 
potential,  a  purpose  on  which  no  price  tag  can  be  placed. 

Over  the  decades,  Vocational  Rehabilitation  has  more  than  paid  for 
itself  by  helping  persons  with  disabilities  become  gainfully  employed; 
increase  their  earning  capacity;  by  freeing  family  members  to  work;  and/or  by 
decreasing  the  amount  of  welfare  payments,  health  services,  and  social 
services  they  might  need;  as  well  as  by  assisting  them  to  become  taxpayers. 

Appropriating  additional  monies  for  Vocational  Rehabilitation  Services 
reduces  the  Federal  Deficit. 

Indeed,  the  Congressional  Budget  Office  has  stated  that  "a  reduction 
of  funds  for  rehabilitation...  would  generate  increases  in  other  parts  of  the 
federal  and  state  budgets." 

Funds  appropriated  for  Vocational  Rehabilitation  are  a  sound 
investment  of  the  Public's  money. 


OTHER  PROGRAMS  AUTHORIZED  BY  THE  REHABILITATION  ACT 

The  Rehabilitation  Act  is  recognized  as  the  most  complete  and  well- 
balanced  piece  of  legislation  in  the  human  services  field.  In  addition  to  the 
Basic  State  Vocational  Rehabilitation  Services  Program,  the  Act  contains 
provisions  for  (1)  an  innovation  and  expansion  program;  (2)  a  training 
program;  (3)  a  research  program;  (4)  a  comprehensive  sen/ices  for 
independent  living  program;  (5)  a  supported  employment  program;  and, 
among  others,  (6)  special  projects  and  demonstration  efforts.  The  CSAVR 
strongly  supports  adequate  funding  for  all  Sections  of  the  Act. 


STATEMENT  OF  DONALD  W.  DEW,  Ed.D.,  CRC,  PROFESSOR  OF 
COUNSELING,  GEORGE  WASHINGTON  UNIVERSITY,  ON  BE- 
HALF OF  THE  NATIONAL  COUNCIL  ON  REHABILITATION 
EDUCATION 

The  National  Council  on  Rehabilitation  Education  (NCRE)  is  an 
organization  of  over  100  colleges  and  universities  composed  of  educators, 
researchers,  human  resource  development  specialists,  and  doctoral 
students  who  are  dedicated  to  quality  education  and  training  for  a  variety 
of  rehabilitation  professionals.  The  members  of  NCRE  prepare  qualified 
vocational  rehabilitation  professionals  proficient  in  assisting  individuals  with 
disabilities  to  obtain  meaningful  employment. 

I  welcome  the  opportunity  to  testify  before  this  subcommittee  to 
express  the  views  of  NCRE  members  and  to  request  that  $50  million  be 
appropriated  in  FY97  in  order  to  meet  the  critical  need  for  qualified 
rehabilitation  professionals. 

From  its  beginning  in  1918,  the  vocational  rehabilitation  program  in 
the  U.S.  has  been  a  model  of  America's  investment  in  itself.  From  its  initial 
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exclusive  focus  on  veterans  to  its  current  priority  on  servicing  persons  with 
severe  disabilities,  the  vocational  rehabilitation  program  has  proven  itself  to 
be  a  cost-effective  system  that  prepares  people  v^/ith  disabilities  for  work 
and  independence  in  the  mainstream  of  society.   During  the  majority  of  this 
history,  Congress  wisely  has  augmented  this  investment  by  actively 
supporting  the  training  and  education  of  personnel  to  provide  quality 
vocational  rehabilitation  services.   Members  of  Congress  have  concluded 
that  vocational  rehabilitation  services  can  be  delivered  to  the  43  million 
Americans  with  disabilities  in  the  most  effective  and  efficient  way  by 
ensuring  that  the  deliverers  of  those  services  are  qualified  professionals. 

Most  persons  with  disabilities  are  able  to  work.   More  importantly, 
like  the  vast  majority  of  Americans,  most  of  them  want  to  work.  According 
to  the  recent  Lou  Harris  poll,  8.2  million  people  with  disabilities  looking  for 
work  at  the  time  would  immediately  trade  all  of  their  disability  benefits  for  a 
full  time  job.   Mr.  Chaimnan,  NCRE  believes  that  these  individuals  deserve 
the  opportunity  to  make  that  kind  of  trade  off.    It  is  not  only  the  right  thing 
to  do  for  fellow-Americans,  it  is  a  giant  step  toward  reversing  policies  that 
have  resulted  in  our  spending  over  $200  billion  a  year  on  "dependency 
programs"  for  individuals  with  disabilities,  many  of  whom  are  highly 
motivated  to  become  working  taxpayers. 

People  with  disabilities  have  better  employment  outcomes  when 
they  have  received  assistance  from  qualified  rehabilitation  professionals. 
Rehabilitation  professionals  work  cooperatively  with  people  with  disabilities 
to  provide  counseling  and  guidance,  evaluation,  and  job  placement.   Job 
placement  is  the  primary  goal  of  the  vocational  rehabilitation  process.   It  is 
crucial  that  Congress  ensure  an  adequate  supply  of  qualified  rehabilitation 
professionals  through  sufficient  appropriations  for  rehabilitation  education. 

The  Rehabilitation  Sen/ices  Administration  has  reported  to  Congress 
that  for  every  $1  spent  on  rehabilitation  services  to  return  an  individual  with 
disability  to  employment,  $18  in  tax  revenue  to  the  Treasury  is  generated. 
Trained  rehabilitation  professionals  provide  better  services  for  individuals 
with  disabilities  at  a  lower  cost  to  the  American  taxpayers.   In  the  1992 
Reauthorization  of  the  Rehabilitation  Act,  Congress  required  states  to  use 
"qualified"  rehabilitation  professionals  to  provide  vocational  rehabilitation 
services.  This  change  was  implemented  to  benefit  individuals  with 
disabilities  who  are  served  by  graduates  of  rehabilitation  education 
programs.   Federal  funds  supplementing  state  and  local  resources  have 
allowed  rehabilitation  education  programs  to  be  responsive  to  changes  in 
the  field  and  address  severe  acute  and  chronic  manpower  shortages. 
Meeting  these  needs  requires  a  nationally  coordinated  comprehensive 
educational  program  and  graduates  of  these  programs  help  improve 
employment  outcomes  for  people  with  disabilities. 

The  U.S.  Department  of  Education  documented  a  critical  shortage  of 
qualified  rehabilitation  professionals  nationwide.   This  shortage  is 
exacerbated  by  the  anticipated  retirement  of  approximately  30%  of 
rehabilitation  professionals  over  the  next  five  years. 
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Another  challenge  in  the  training  of  qualified  rehabilitation  personnel 
is  the  emphasis  that  RSA  and  rehabilitation  education  programs  are  placing 
on  attracting  students  from  traditionally  under-represented  populations. 
African  American,  Hispanic  American,  Native  Americans,  and  students  with 
disabilities  are  all  being  targeted  for  recruitment  into  the  rehabilitation 
professions.   Vocational  rehabilitation  agencies  are  serving  increasingly 
diverse  populations  and  it  is  critical  that  professional  counselors  reflect  that 
diversity.   Scholarship  support  serves  as  an  extraordinarily  effective  tool  to 
enhance  recoiitment  of  members  of  these  under-represented  groups. 

Mr.  Chairman  and  members  of  the  Subcommittee,  The  National 
Council  on  Rehabilitation  Education  appreciates  this  opportunity  to 
respectfully  testify  that  $50  million  will  be  needed  in  FV  1997.  We  are  well 
aware  of  the  challenge  that  Congress  is  under  to  reduce  government  costs. 
People  with  disabilities,  along  with  many  other  Americans,  share  your 
frustration  with  the  disproportionate  spending  on  programs  that  promote 
dependence  instead  of  the  independence  that  comes  with  employment. 
We  believe  that  an  investment  in  rehabilitation  professionals  is  the  most 
cost-effective  means  to  providing  high  quality  sen/ices  in  the  most  fiscally 
responsible  way  possible. 

Thank  you  very  much  for  this  opportunity  to  share  our  concems  and 
recommendations. 


STATEMENT  OF  OSCAR  P.  COHEN,  EXECUTIVE  DIRECTOR,  LEX- 
INGTON SCHOOL  FOR  THE  DEAF  AND  CLAUDIA  GORDON, 
ON  BEHALF  OF  THE  CONFERENCE  OF  EDUCATIONAL  AD- 
MINISTRATORS 

Mr.  Chairman, 

I  am  here  representing  the  Conference  of  Educational  Administrators 
Sen/ing  the  Deaf  (CEASD).   I  would  like  to  present  testimony  for  the  record 
related  to  IDEA,  Part  B.   I  would  also  like  to  comment  on  the  concern 
within  our  organization  regarding  public  policy  interpretations  that  often 
result  in  inappropriate  educational  placements  of  deaf  children. 

IDEA.  Part  B 

On  July  1,  1995,  funding  for  services  to  all  eligible  children  and 
youth  age  3  through  21  began  to  be  provided  under  IDEA,  Part  B.   Prior  to 
that  time,  state-operated  and  state-supported  schools  for  children  with 
disabilities  received  funds  to  assist  in  the  education  of  children  with  low- 
incidence  disabilities  through  Chapter  1  of  the  Elementary  and  Secondary 
Education  Act  (ESEA). 

It  should  be  noted  that  while  the  number  of  children  with  disabilities 
has  increased  significantly  over  the  past  decades,  children  with  hearing 
impairments  ages  6  through  21  served  under  Part  B  and  Chapter  1  as  of 
1993-1994  represented  only  .014  percent  of  children  with  disabilities,  with 
deaf  children  representing  an  even  smaller  percentage.   Deafness  is  an 
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objectively  measurable,  low  incidence  disability,  accompanied  by  unique 
educational,  communicative  and  social  needs. 

The  CEASD  is  concerned  about  two  issues:  the  adverse  impact  of  a 
decrease  in  the  appropriation;  and  the  continuing  eligibility  of  state- 
operated  and  state-supported  schools  under  IDEA. 

It  is  through  the  support  of  P.L.  89-313,  and  now  Part  B,  that 
innovative  and  creative  techniques  of  teaching  children  without  functional 
hearing  have  and  continue  to  be  developed.   For  example,  the  majority  of 
deaf  children  have  parents  who  hear.   Communication  obstacles  between 
parents  and  most  deaf  children  often  lead  to  difficulties  in  the  child 
acquiring  language  and  subsequently  in  learning.   Part  B  funds  in  some 
schools  have  been  used  to  teach  sign  language  and  other  communication 
techniques  to  parents  and  other  family  members  to  enable  them  to 
communicate  with  their  deaf  child  and  prepare  him  or  her  for  school  entry. 
Part  B  funds  have  been,  and  continue  to  be  used,  to  enhance  educational 
opportunities  for  deaf  children  through  computers,  the  Internet  and  other 
technological  advances.  These  funds  have  been  used  to  develop 
techniques  to  reach  severely  multi-handicapped  deaf  students  and  create 
programs  for  ethnic  minority  deaf  students  whose  cultural  backgrounds 
seem  to  pose  barriers  for  professionals  wori<ing  with  them.  These  funds 
are  also  used  to  help  deaf  children  make  the  transition  from  dependence 
to  independence.   They  are  used  by  our  schools  to  provide  assistance  (in 
the  form  of  resource  centers)  to  local  school  districts  to  foster  the 
appropriate  integration  and  mainstreaming  of  deaf  children  and  youth. 

Of  equal  concem  is  the  need  that  state-operated  and  state- 
supported  schools  for  deaf  children  continue  to  be  eligible  for  Part  B  funds 
commensurate  with  previous  eligibility  for  89-313  funds.   We  strongly 
recommend  that  that  support  continue. 


Least  Restrictive  Environment  &  Inclusion 

In  discussing  special  education  in  the  United  States,  it  is  important 
to  understand  the  nature  and  unique  needs  of  "low-incidence"  disabled 
children  (e.g.  deaf  children)  and  the  differences  between  these  children 
and  those  who  represent  high-incidence  groups. 

The  U.S.  Department  of  Education,  state  departments  of  education, 
and  local  education  agencies  are  routinely  staffed  with  professionals  whose 
background  training  and  experience  are  in  generic  special  education  for 
high-incidence  populations.  A  consequence  of  this  reality  is  that  policy 
statements,  program  decisions,  and  rules  promulgated  through  these 
bodies  routinely  do  not  consider  the  unique  interests  of  children  from  low- 
incidence  groups.   Unfortunately,  the  needs  of  deaf  children  are  often 
overiooked  because  the  linguistic,  educational  and  communication  needs 
of  most  deaf  children  are  not  understood  by  well-meaning,  but  uninformed 
professionals. 

As  you  are  aware,  the  practice  of  "inclusion,"  i.e.,  placing  all  children 
with  disabilities  in  the  regular  classroom  with  non-disabled  children,  is 
being  debated  throughout  the  country.   It  is  noteworthy  that  this  term  is  not 
defined  in  federal  law,  federal  regulation,  state  law  or  state  regulation,  and 
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yet  some  rather  vocal  groups  claim  it  to  be  the  sole  intent  of  IDEA.   These 
groups  advocate  a  "one-size  fits  all"  approach  to  the  education  of  children 
with  disabilities.   We  believe  this  position  is  both  imprudent  and  in 
opposition  to  the  actual  intent  of  the  law. 

I'd  like  to  give  you  some  examples  as  to  why  the  "one-size-fits-all" 
paradigm  is  flawed: 

Steve  was  diagnosed  as  severely  mentally  retarded  and  placed  at 
the  Willowbrook  Developmental  Center  in  Staten  Island,  New  York,  where 
he  lived  day-in,  day-out.   After  nine  years  at  the  hospital,  he  was  diagnosed 
as  being  both  emotionally  disturbed  and  deaf.   His  parents  then  transferred 
him  to  the  Lexington  School  for  the  Deaf.   Steve  graduated  from  Lexington 
six  years  ago  and  is  now  living  in  a  group  residence  in  New  York  City  and 
working  in  a  sheltered  workshop. 

Greg  attended  the  Lexington  School  for  the  Deaf  from  preschool 
through  high  school.  An  outstanding  student  and  leader,  he  attended 
Gallaudet  University  where  he  served  as  the  president  of  the  student  body 
government  and  led  the  successful  struggle  to  install  the  University's  first 
deaf  president.   Recently,  Greg  graduated  from  law  school  and  passed  the 
New  York  bar  last  summer.   He  is  now  practicing  law  in  New  York  City. 

Claudia,  bom  in  Jamaica,  West  Indies,  moved  to  the  South  Bronx 
with  her  family  because  of  a  dearth  of  educational  services  for  deaf 
children  in  Jamaica.   She  was  enrolled  in  JHS-22,  a  neighborhood  school, 
with  "special  supports."  After  several  months  in  the  school,  she  showed 
little  progress  and  became  depressed.   Her  mother  then  persuaded 
officials  to  approve  a  transfer  to  the  Lexington  School  for  the  Deaf.   At 
Lexington,  she  served  as  president  of  the  student  government,  leader  of 
the  school's  mock  trial  team  that  competed  with  New  York  City  public  higfi 
schools,  and  valedictorian.   Claudia  just  graduated  from  Howard  University 
with  honors,  and  is  preparing  to  attend  law  school  in  the  fall. 

These  stories  reflect  CEASD's  belief  that  the  placement  of  deaf 
children  in  appropriate  school  settings  includes,  but  is  not  limited  to,  the 
general  education  setting.  This  option  should  represent  just  one  of  several 
alternatives  along  a  continuum,  including  special  classes  and  special 
schools.   It  should  not  be  regarded  as  supplanting  other  options,  lest  a 
generation  of  deaf  children  be  irreparably  harmed.  The  continuum  is  in 
concert  with  the  federal  guidance  recently  released  by  the  U.S.  Department 
of  Education  conceming  evaluation  and  placement  of  deaf  children.   This 
guidance  should  serve  as  the  spirit  and  purpose  behind  the  placement  of 
children  with  disabilities  where  emphasis  is  on  placement  in  settings  that 
maximize  each  child's  abilities  and  potential;  facilitates  direct 
communication  access  with  other  persons;  enables  the  child  to  function  as 
an  active,  independent  and  full  participant;  and  promotes  each  child's  self- 
esteem,  confidence  and  competence  in  a  natural  and  comfortable  manner. 

As  we  approach  the  reauthorization  of  IDEA,  it  is  vital  that  the  law's 
language  regarding  the  continuum  not  be  altered.  A  one-option  placement 
approach  is  as  inappropriate  today  as  it  was  at  the  turn  of  the  century.   It  is 
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imperative  that  a  free  and  appropriate  public  education  (FARE)  be  that  and 
not  a  social  experiment. 

Mr.  Chairman,  82  years  ago  a  six-year-old  Russian  deaf  boy  passed 
through  Ellis  Island  with  his  parents  to  settle  in  Brooklyn,  New  York.  Young 
Samuel  Cohen  graduated  from  Lexington  School  for  the  Deaf  in  1930  and 
went  on  to  a  career  as  a  clothing  cutter  ~  a  member  of  the  International 
Ladies  Garment  Wori<ers  Union  -  in  the  New  York  City  garment  center.   He 
married  a  deaf  woman  and  had  two  hearing  children.   He  was  never  on 
public  assistance,  paid  federal  and  local  taxes  throughout  his  life  and  voted 
in  every  national  and  local  election.   One  of  his  sons  became  the 
Superintendent  of  the  Lexington  School  for  the  Deaf  and  President  of  the 
Conference  of  Educational  Administrators  Serving  the  Deaf.   He  stands 
before  you  now.   One  of  his  granddaughters  is  the  author  of  Train  Go 
Sorry,  a  critically  acclaimed  account  of  the  Lexington  School  for  the  Deaf 
arxJ  the  worid  of  deafness.  There  are  thousands  of  stories  similar  to  this 
and  the  ones  presented  eariier  of  graduates  of  schools  for  the  deaf 
throughout  the  country. 

Mr.  Chairman,  we  heartily  applaud  yours  and  the  subcommittee's 
visible  strong  support  for  special  education.  Your  sensitivity  to  and  support 
of  special  education  programs  for  persons  who  are  deaf  are  well-known 
throughout  the  country.  We  urge  your  continued  support  for  appropriate 
quality  programs  providing  educational  and  related  services  to  deaf 
children,  especially  for  continued  appropriate  funding  for  IDEA,  Part  B. 

Thank  you  for  this  opportunity  to  present  testimony  on  behalf  of  the 
Conference  of  Educational  Administrators  Serving  the  Deaf. 

TESTIMONY  OF  CLAUDIA  GORDON 

Mr.  Chairman,  I  am  Claudia  Gordon,  a  recent  graduate  of  Howard 
University  with  a  Bachelor  of  Arts  in  Political  Science  and  my  goal  is  to 
enter  one  of  the  top  ten  law  schools  and  become  a  champion  attorney.   I 
would  also  like  to  mention  that  I  have  graduated  from  Howard  University 
with  honors.  Additionally,  I  am  a  proud  alumni  of  Lexington  School  for  the 
Deaf. 

I  often  refer  to  Lexington  as  my  salvation  because  prior  to  becoming 
enrolled  at  Lexington  I  was  attending  a  mainstream  school.  As  a 
mainstream  student,  I  was  reminded  everyday  that  I  was  different.   In  no 
way  did  I  feel  good  about  myself  and  I  often  found  myself  wishing  that  I 
had  not  been  deaf.   I  have  many  painful  memories  from  my  mainstream 
days,  such  as  walking  the  empty  hallways  on  so  many  days  during  lunch 
hour,  too  afraid;  too  intimidated;  too  tired  of  being  alone... no  one  to  talk 
with;  too  weak  to  endure  being  an  object  of  ridicule  and  unwanted 
sympathy.   I  have  memories  of  watching  from  the  side  as  my  schoolmates 
laughed,  talked,  and  played,  too  preoccupied  to  include  me  or  just  to 
share  the  punch  line  of  a  joke  with  me.   I  vividly  recall  the  day  my  need  to 
sit  in  the  front  of  the  classroom  triggered  a  scene.   I  entered  that 
classroom  only  to  find  all  the  front-row  seats  taken.  When  my  teacher 
kindly  asked  a  student  to  exchange  her  seat  with  me,  she  bluntly  refused. 
I  still  remember  the  remorseful  stare  she  gave  me  and  how  hurt  and 
embarrassed  I  felt. 
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Entering  the  Lexington  School  for  the  Deaf  as  a  sixth  grader  I 
immediately  fell  in  love  with  the  school.   It  was  not  long  before  I  started  to 
realize  how  dangerous  mainstream  had  been  to  my  well-being.    I  was  a 
sad  kid,  I  had  no  sense  of  direction,  my  self-esteem  was  very  low, 
emotionally  I  was  drained.   Intellectually  I  was  limited  and  this  was  due  to 
the  fact  that  no  one  in  my  family  knew  sign  language,  yet  school  was  no 
different.   In  short,  I  was  living  a  very  isolated  life.   While  a  mainstream 
student,  education  was  not  my  priority.   I  instead  prioritized  my  need  to  be 
accepted. 

At  Lexington  I  was  introduced  to  a  new  world... a  world  in  which  it 
was  not  a  crime  to  be  deaf.  A  world  full  of  comprehensible  communication 
and  intellectual  stimulation.   I  had  teachers  who  understood  me  and  with 
whom  I  could  communicate  with,  without  hardship.   I  had  friends  whom  I 
could  interact  with  and  who  accepted  me  for  being  me.   Lexington  allowed 
me  to  realize  my  potentials.   I  no  longer  felt  left  out  or  different  and  as  a 
result  I  was  able  to  rtiake  my  education  a  priority  in  my  life.   I  graduated 
valedictorian  of  my  Junior  High  School  graduating  class.   While  enrolled  in 
Lexington  High  School,  I  was  a  star  as  well  as  captain  of  the  girls  varsity 
basketball,  volleyball,  and  track  teams.  I  served  as  president  of  the 
Student  Govemment  organization,  class  president,  twice  president  of  the 
Black  Culture  Club,  served  as  a  lav\/yer  for  three  consecutive  years  on  the 
Mock  Trial  Team,  won  the  Miss  Black  Deaf  America  title  during  my  junior 
year,  graduated  valedictorian  of  my  high  school  graduating  class,  and  the 
list  continues. 

Had  it  not  been  for  Lexington,  I  would  not  be  where  I  am  today  and 
my  numerous  accomplishments  would  have  been  unheard  of.   I  would 
forever  be  lost.   Mainstreaming,  as  I  know  first  hand,  is  detrimental  to  the 
language  development  and  self-image  of  deaf  children.   Let  us  not  seek  to 
remedy  the  economic  crisis  by  further  disabling  the  already  disabled 
children.   Allow  them  the  opportunity  to  become  independent  tax  paying 
citizens  which  is  only  possible  through  a  quality  education  and  a  quality 
education  for  deaf  children  can  only  be  obtained  through  schools  for  the 
deaf.   Mr.  Chairman,  I  earnestly  appeal  to  you  today  that  schools  for  the 
deaf  be  kept  open  and  adequately  funded.  Thank  you  for  your  time. 


STATEMENT  OF  MIRIAM  FEDER,  EXECUTIVE  DIRECTOR,  DYS- 
TROPHIC EPIDERMOLYSIS  BULLOSA  RESEARCH  ASSOCIA- 
TION [D.E.B.R.A.]  OF  AMERICA  , 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

My  name  is  Miriam  Feder.  I  am  the  Executive  Director  of 
the  Dystrophic  Epidermolysis  Bullosa  Research  Association 
(D.E.B.R.A.)  of  America.  The  members  of  D.E.B.R.A.  wish  to 
express  its  sincere  thanks  to  you  for  this  opportunity  to 
submit  oral  testimony  regarding  the  budget  of  the  National 
Institute  of  Arthritis,  Musculoskeletal  and  Skin  Diseases 
(NIAMS) . 
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Once  again  I  must  sadly  report  that  we  have  had  too  many 
reports  of  the  deaths  of  children  from  EB.  However,  we  are 
grateful  to  the  members  of  this  Subcommittee  for  its  active 
support  of  funding  and  the  NIH.  Dana  Marquardt  who  has 
testified  before  this  committee  in  past  years  and  thousands 
of  children  and  families  affected  by  EB  are  deeply 
appreciative  for  the  significant  research  advances  toward 
a  cure  for  EB  that  has  come  closer  to  reality  because  of 
NIAMS  funded  research.  The  establishment  of  the  EB 
Registry  in  1980  remains  a  model  for  all  rare  disease 
registries.  It  is  the  foundation  upon  which  the  phenomenal 
progress  on  EB  research  rests.  The  creation  of  this 
registry,  with  funding  from  NIAMS,  is  responsible  for  the 
promise  of  gene  therapy,  advancing  techniques  of  wound 
healing  and  burn  treatment,  and  understanding  the 
mechnanisms  of  EB  blistering  and  vesicant  injury. 

EB  is  a  group  of  inherited  disorders  in  which  genetic 
defects  produce  blistering  of  the  skin  and  mucous  membranes 
and  creates  deep  wounds.  EB  may  have  dire  effects  on  many 
other  systems  of  the  body  and  complications  including 
malnutrition,  hand  and  joint  deformities,  chronic  anemia 
and  early  death  due  to  respiratory  failure,  heart  failure 
and  cancer.  Many  babies  die  before  their  first  birthday. 
This  is  a  genetic  disorder  that  is  disfiguring,  severely 
disabling  and  often  fatal;  wreaking  dire  emotional  and 
financial  costs. 

I  would  like  to  excerpt  from  Dana  Marquardt 's  past 
testimony  in  order  to  acquaint  and  re-acquaint  the 
distinguished  members  with  the  urgent  need  to  continue  the 
pace  of  the  current  biomedical  research  which  is  disclosing 
the  genetic  basis  and  cause  of  EB  and  will  lead  to  future 
treatment  and  a  cure. 

On  April  27,  1971  Dana's  mother  entered  the  hospital  in 
anticipation  of  the  birth  of  her  child.  She  did  not  hear 
the  words  "congratulations"  because  the  neonatal/obstetric 
team  was  concentrating  on  the  sacs  of  fluid  which  hung  from 
the  infant's  hands  and  feet  and  the  sloughing  of  skin  from 
her  entire  tiny  body.  After  three  agonizing  months  these 
young  parents  brought  their  bandaged  baby  home  with  the 
mysterious  diagnosis  of  epidermolysis  bullosa  (EB) . 

Dana's  care  is  as  complex  as  her  disorder.  Her  daily 
routine  over  the  past  24  years  consists  of  her  mother 
changing  her  bandages  and  draining  the  fluid  from  her 
blisters  that  result  from  friction  to  her  fragile  skin. 
Antibiotic  ointment  is  then  applied  to  the  blisters  and 
open  wounds  to  lessen  the  amount  of  infection.  Then  she 
has  to  cover  the  lesions  with  sterile  non-stick  pads  and 
secure  them  by  wrapping  gauze  bandages  around  her  arms, 
legs  and  sometimes  her  whole  body;  and  then  use  a  very 
special  paper  tape  to  keep  the  bandages  in  place  until  the 
next  day  or  until  her  soaking  bath. 

The  sea  of  red  tape  associated  with  insurance 
reimbursements,   denied   reimbursements   for   bandages. 
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ointments,  specialized  medical  and  surgical  expenses  are 
handled  by  her  father. 

In  Dana's  own  words,  she  describes  living  with  EB:  "Living 
with  epidermolysis  bullosa  is  like  fighting  a  losing  battle 
with  my  own  body.  Just  when  I  begin  to  notice  an 
improvement  in  my  skin,  the  war  is  declared  once  again  and 
I  wake  up  the  next  morning  with  a  massive  breakdown  of 
blisters  and  new  lesions,  only  to  start  the  process  all 
over  again.  If  my  appetite  begins  to  improve,  my  throat 
betrays  me  and  forms  a  blister  so  that  eating  even  ice 
cream  can  be  extremely  painful.  I  have  had  many  hand 
surgeries,  and  all  attempts  to  free  my  fingers  were  only 
temporarily  successful  and  each  one  lasted  for  a  shorter 
period  of  time.  I  manage  quite  well  without  fingers,  but 
sometimes  I  miss  the  times  when  I  could  grab  anything  I 
wanted  and  not  have  to  use  two  hands. 

When  I  was  little,  I  used  to  sit  by  the  window  and  watch 
the  neighborhood  children  play  during  the  summer  from  an 
air-conditioned  living  room.  Kids  ran  in  and  out  of 
sprinklers,  and  shadows  rode  by  my  house  on  bicycles.  I 
watched  and  sometimes  I  cried  because  I  wished  I  could  be 
out  there  with  them,  but  I  knew  it  would  never  happen. 
Every  time  I  couldn't  play,  I  was  reminded  that  even  in  a 
school  program  for  the  disabled,  I  was  different.  Once  x 
got  into  the  upper  grades,  it  wasn't  quite  as  bad  but  I 
knew  I  never  totally  fit  in.   EB  took  away  my  childhood." 

Tom  Marquardt,  Dana's  father,  respectfully  submits  to  you 
his  perspective  for  your  consideration  in  support  of  the 
NIAMS  budget  because  of  his  trust  and  belief  in  the 
greatness  of  our  nation: 

"I  am  an  American  man,  born  in  the  1950 's  during  an  era  of 
hope  and  promise.  Americans  could  do  anything  and  did 
accomplish  tremendous  achievements.  America  had  preserved 
democracy  for  the  world  by  winning  VJorld  War  II.  America 
had  a  thriving  economy  that  gave  opportunity  to  families 
that  wished  for  an  American  dream  of  owning  a  home  and 
earning  a  living  that  could  provide  some  security  and 
enjoyment  of  the  latest  products  that  were  being  introduced 
on  the  market  at  a  breathtaking  pace.  A  polio  vaccine  was 
discovered,  immunizations  against  childhood  diseases  were 
becoming  routine  and  effective.  I  enjoyed  good  health  and 
did  not  think  much  about  the  limitations  of  disease  and 
disability.  Children  do  not  need  to  be  concerned  about 
such  serious  subjects.   However,  their  parents  must! 

What  is  the  promise  of  America?  It  is  the  hope  that  good 
people  can  acknowledge  their  differences  and  unite  for  a 
common  good.  This  requires  continual  vigilance  to  protect 
this  promise  and  to  constantly  evaluate  America's 
priorities;  however,  America  is  a  very  dynamic  and  varied 
population  that  needs  and  wants  different  things  over 
different  time  periods.  America  is  rich  and  poor, 
ethnically  diverse,  able  and  disabled.  Yet  I  am  absolutely 


206 


sure  that  we  all  bleed  red,  white  and  blue.  We  all  need 
and  want  the  promise  that  is  America. 

I  believe  that  people  of  the  United  States  have  given 
consent  to  be  taxed  for  the  purposes  of  providing  for  the 
common  good  that  comes  from  fighting  illnesses  that 
threaten  us  all.  I  do  not  believe  that  programs  which 
address  basic  research  into  the  causes  and  prevention  of 
diseases  is  a  frivolous  or  inappropriate  role  of  the 
Federal  Government.  Difficult  choices  must  be  made  by 
responsible  leaders.  These  choices  will  be  respected,  if 
they  are  selected  thoughtfully  and  carefully  based  upon  the 
common  interests  of  the  American  people. 

Investments  yield  dividends.  No  one  can  find  a  cure  for 
the  common  cold  or  cancer  or  heart  disease  or  epidermolysis 
bullosa  but  collectively  we  can  invest  in  the  programs  that 
can  yield  the  benefits  of  a  strong,  healthy  and  caring 
nation.   Invest  in  our  nation^s  futurel" 

NIAMS  funded  research  in  EB  has  already  produced 
spectacular  cutting-edge  science  and  technology  that  is 
bringing  us  closer  to  a  cure.  Recent  progress  has 
disclosed  distinct  mutations  in  all  three  major  forms  of 
EB.  These  discoveries  have  significant  implications  in 
terms  of  classification,  diagnosis  and  management  for 
people  affected  with  EB.  Families  are  already  benefitting 
from  this  research  through  clinical  applications  such  as 
DNA  prenatal  diagnosis  during  the  first  trimester, 
eliminating  a  previous  used  technique  that  could  cause 
further  damage  to  an  affected  baby.  With  this  new 
technology  the  obstetric  team  is  prepared  for  the  birth  of 
an  affected  child  and  appropriate  measures  can  be  taken  for 
both  mother  and  child  to  minimize  additional  trauma. 
Dana's  story  need  not  continue  to  be  repeated  once  a  family 
suspects  EB  may  occur.  The  understanding  of  the  underlying 
genetic  basis  for  EB  will  be  the  basis  for  the  development 
of  gene  therapy  approaches  to  reverse  the  manifestations  of 
EB  as  well  as  approaches  to  other  genetic  skin  disorders. 

D.E.B.R.A.  of  America  respectfully  urges  Congress  to 
continue  investing  in  research  that  will  indeed  create  the 
breakthroughs  that  will  bring  forth  the  cures  for  crippling 
and  devastating  diseases  that  are  costly  and  deadly  for 
millions  of  Americans  by  providing  a  $258  million  annual 
appropriation  for  NIAMS  in  fiscal  year  1997,  a  6.5% 
increase  over  the  current  fiscal  year.  This  budget  would 
effectively  enable  NIAMS  to  support  more  meritorious 
approved  research  grants,  provide  more  research  training 
and  career  development  for  future  investigators,  conduct 
urgently  needed  new  clinical  trials  and  expand  the 
intramural  research  program  currently  underway. 

On  behalf  of  more  than  100,000  Americans  who  suffer  from  EB 
I  thank  this  Committee  and  Congress  for  its  continued 
support  of  skin  disease  research. 
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STATEMENT  OF  THE  AMERICAN  DENTAL  ASSOCIATION 

The  American  Dental  Association  is  pleased  to  be  submitting  this  testimony  for 
the  record  on  FY  1997  appropriations  issues  before  the  Committee. 

The  Association  thanks  Chairman  Specter  and  the  members  of  the  Subcommittee 
for  their  efforts,  especially  in  the  last  year,  to  support  and  secure  adequate  federal 
funding  for  dental  research,  disease  prevention,  dental  education  and  other  worthy 
oral  health  care  programs.   While  we  understand  the  fmancial  constraints  the 
Subcommittee  faces,  we  look  to  you  for  continued  support  in  these  areas.    In 
addition,  we  also  wish  to  sensitize  the  Subcommittee  to  a  perplexing  problem  ~ 
the  erosion  of  the  dental  health  focus  within  the  federal  government. 
Agencies  such  as  the  Centers  for  Disease  Control,  the  Health  Resources  and 
Services  Administration,  and  the  Veterans  Health  Administration,  to  cite  a  few 
examples,  are  reorganizing  or  downsizing.   While  the  Association  recognizes  that 
some  agencies  may  need  to  restructure,  the  ADA  is  concerned  that  inappropriate 
changes  could  adversely  affect  dentistry's  ability  to  retain  a  viable  presence  at  a 
policy-making  level. 

Cumulative  cuts  in  funding  for  dental  services,  the  potential  replacement  in 
leadership  positions  within  dental  programs  of  dentists  with  non-dentists,  and 
movement  of  dental  programs  within  the  agency  so  as  to  make  direct  access  to 
policy  makers  more  difficult  are  ways  in  which  some  agencies  are  undermining 
the  effective  delivery  of  dental  services. 

The  ADA  is  dqI  suggesting  that  the  agencies  are  consciously  engaged  in  an  effort 
to  destroy  their  dental  programs.    On  the  contrary,  the  Association  believes  the 
agencies  simply  have  not  fully  appreciated  the  effects  of  some  changes  despite  the 
Association's  best  efforts  to  convey  our  concerns. 

One  of  the  reasons  for  the  agencies'  lack  of  focus  is  that  federal  dental  programs, 
when  compared  with  medical  programs,  are  a  very  small  part  of  any  agency's 
budget.   In  fact,  only  about  2.7%  of  all  dental  care  expenditures  are  paid  for  by 
the  federal  government,  as  compared  to  28.5%  of  medical  expenses.   Because 
federal  dental  programs  are  already  so  small,  the  ADA  is  very  concerned  that 
cuts  in  funding  will  result  in  a  loss  of  the  critical  mass  necessary  to  ensure  the 
proper  delivery  of  dental  services  to  the  targeted  populations.   It  is  also  important 
to  keep  dentists  in  charge  of  dental  programs  because  our  experience  shows  that 
only  a  dentist  can  fully  appreciate  the  clinical  peculiarities  of  the  discipline  and 
help  address  quality  of  care  concerns  faced  by  dental  practitioners. 

Dental  Education 

General  Dentistry  Program:    The  General  Dentistry  program   provides  training 
analogous  to  that  received  by  primary  care  physicians  in  their  residencies. 
Students  gain  clinical  experience  in  dental  specialty  areas  and  extensive 
experience  in  providing  oral  health  care  to  special  population  groups  including  the 
elderly,  disabled  and  medically  compromised.    In  turn,  the  residents  provide 
dental  care  to  underserved  populations  and  communities,  thereby  serving  as  a 
safety  net  for  many  patients  in  their  communities.    In  addition,  the  General 
Dentistry  program  enrolls  a  significant  number  of  minority  dentists. 
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The  General  Dentistry  program  has  been  successful  in  meeting  the  federal  goal  of 
increasing  access  to  primary  care,  as  demonstrated  by  the  following  facts: 

•  most  graduates  remain  in  primary  care  (86%)  after  completion  of  their 
training; 

•  many  recent  graduates  (between  25  -  30%)  have  established  their  practices  in 
underserved  communities  (this  is  a  much  larger  percentage  than  in  other  health 
care  disciplines); 

•  a  dental  care  "safety  net,"  largely  unreimbursed,  is  provided;  and 

•  graduates  treat  a  large  number  of  special-needs  patients  and  refer  few  patients 
to  specialists. 

Under  its  present  budget  submission,  it  is  unclear  whether  or  how  much  funding 
HRSA  will  continue  to  provide  for  this  important  program.    The  Association 
believes  that  the  General  Dentistry  program  should  be  moved  into  the  primary 
care  cluster  and  that  a  commitment  be  made  to  continue  to  fund  the  program. 
Afterall,  how  many  programs  have  an  almost  4  to  1  return  on  investment.    (In 
FY  1994,  $3.7  million  was  appropriated  for  the  program  to  provide  approximately 
$14  million  in  unreimbursed  dental  care.)   The  ADA  recommends  that  $6  million 
be  appropriated  for  FY  1997  for  the  General  Dentistry  Program. 

Loan  Repayment  Program:  The  Association  is  dismayed  and  alarmed  that  HRSA 
appears  to  be  discouraging  dentists  from  applying  for  dental  loan  repayment 
positions  under  the  National  Health  Service  Corps  (NHSC). 

Historically,  dentistry  has  not  received  a  proportionate  share  of  the  NHSC 
positions.    Dentistry  has  43%  as  many  Health  Professional  Shortage  Areas  as 
medicine  and  needs  45%  as  many  practitioners,  yet  dentistry  received  only  17% 
of  the  loan  repayment  awards  in  FY  1994.  Due  to  the  NHSC's  new  targeted 
funding  methodology,  the  number  of  dental  loan  repayment  awards  has  been 
further  reduced  --  with  only  14  new  loan  repayments  and  25  continuation  awards 
for  FY  1996. 

Limiting  this  option  could  close  the  door  to  a  career  in  dentistry  for  those  who 
are  often  most  willing  to  commit  to  a  lifetime  of  service  in  underserved  areas. 
And,  as  the  statistics  above  demonstrate,  many  dentists  are  willing  to  stay  to 
serve  a  population  that  still  does  not  receive  regular  dental  care.  This  is  vitally 
important  because  oral  health  problems  are  reported  as  the  number  one  health 
concern  in  migrant  programs. 

The  Association  is  willing  to  work  with  the  agency  to  assist  in  the  identification 
of  dental  needs  in  communities  and  populations  seeking  designation  as  a  Health 
Professional  Shortage  Area.  We  ask  that  the  subcommittee  support  the  ADA's 
efforts  to  increase  the  number  of  loan  repayment  positions  awarded  to  dentists. 

HIV/AIDS  Dental  Reimbursement:    The  HIV/AIDS  Dental  School 
Reimbursement  program  makes  available  vitally  needed  oral  health  care  to  people 
living  with  HIV/AIDS,  while  providing  dental  students  and  residents  with 
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extensive  experience  in  caring  for  patients  with  special  dental  needs.  In  fiscal 
year  1995,  105  institutions  participated,  serving  over  73,000  patients  and 
incurring  almost  $14  million  in  documented  unreimbursed  costs. 

Because  of  their  impaired  immune  systems,  people  living  with  HIV/ AIDS  suffer  a 
high  incidence  of  oral  disease,  which  if  untreated,  can  lead  to  significant  pain, 
oral  infections,  and  fevers;  difficulty  in  eating,  speaking  or  taking  medication; 
and  medically  dangerous  weight  loss.    Receiving  prompt  diagnosis  and 
appropriate  treatment  for  these  oral  conditions  is  often  difficult  for  uninsured 
individuals  because  dental  services  are  not  reimbursed  under  Medicare  and  are 
seldom  covered  by  Medicaid.    By  covering  the  costs  of  providing  quality  care  to 
people  living  with  HIV/AIDS,  this  program  can  prevent  much  more  serious  and 
expensive  health  complications. 

The  Association  requests  $9  million  for  the  HIV/AIDS  Dental  School 
Reimbursement  program. 

Geriatric  Training  and  Education  Centers:    Geriatric  Training  and  Education 
Centers  provide  short-term  faculty  training,  curriculum  and  other  educational 
resource  development,  technical  assistance  and  outreach  for  the  elderly.   The 
Geriatric  Training  programs  provide  postdoctoral  fellowships  for  medical  and 
dental  faculty,  who  return  to  their  home  institutions  to  direct  research  addressing 
the  health  care  problems  of  the  aged.   As  the  population  ages  and  people  keep 
their  teeth  for  longer  periods  of  time,  funding  to  address  the  special  needs  of  the 
elderiy  becomes  increasingly  important.   The  ADA  requests  a  total  appropriation 
of  $17  million  to  fund  both  of  these  endeavors. 

Minority  and  Disadvantaged  Assistance  Programs:    The  ADA  recommends 
increased  funding  for  the  Financial  Assistance  for  Disadvantaged  Health 
Professions  Students  (FADHPS),  and  the  Exceptional  Financial  Need  (EFN)  and 
Scholarship  for  Disadvantaged  Students  (SDS)  programs.  These  funds  help  recruit 
and  retain  minority  and  disadvantaged  students. 

The  Association  believes  that  increased  funding  levels  are  important  to  foster 
diversity  in  the  student  population.    Assisting  low-income  families  and  minority 
students  is  necessary  as  current  dental  education  costs  often  exceed  $67,000  for  a 
four-year  period.  The  ADA  recommends  $7  million  for  the  FADHPS,  $11 
million  for  the  EFN  and  $26  million  for  the  SDS  programs. 

Dental  Research 

Established  in  1948,  the  National  Institute  of  Dental  Research  (NIDR)  at  the 
National  Institutes  of  Health  (NIH)  supports  more  than  80%  of  the  total  dental 
research  conducted  in  the  United  States.    The  NIDR  promotes  and  supports 
efforts  to  improve  health,  reduce  disease,  and  improve  diagnostics  and 
therapeutics.    It  also  invests  in  the  future  through  fundamental  biomedical 
research. 

NIDR  research  covers  the  full  range  of  oral  health,  from  inherited  birth  defects  of 
craniofacial-oral-dental  tissues  to  the  quality  of  life  for  senior  citizens.    It  studies 
a  host  of  infectious  as  well  as  chronic  degenerative  diseases. 
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Cleft  lip  and  cleft  palate  are  among  the  most  common  birth  defects,  affecting  1 
out  of  600  white  births.    So  far,  the  Institute's  research  has  isolated  more  than 
1 ,000  genes  thought  to  play  a  prominent  role  in  craniofacial  development. 
Continued  research  will  provide  additional  insights  into  improved  treatment  and, 
ultimately,  prevention. 

The  NIDR  is  working  to  reduce  the  disease  burden  of  oral  cancer  and  a  host  of 
chronic  degenerative  diseases  and  disorders  including  neuralgias,  neurosensory 
deprivation,  temporomandibular  joint  disorders  and  chronic  pain. 

The  NIDR  Bone  Research  Branch  is  the  only  intramural  laboratory  at  the  NIH 
conducting  studies  of  normal  bone  remodelling  and  bone  diseases.    Regenerating 
lost  bone  tissue  in  patients  who  suffer  from  periodontal  disease  and  other  dental 
conditions  that  lead  to  tooth  loss  have  allowed  NIDR  researchers  to  broaden  their 
research  to  include  osteoporosis,  Paget's  disease  and  Sjogren's  syndrome. 
Investments  in  this  area  could  produce  dramatic  results  in  clinical  testing  of 
promising  drugs  to  treat  osteoporosis  and  other  bone  connective  tissue  diseases. 

The  ADA  requests  that  the  subcommittee  appropriate  $197.6  million  in  funding 
for  NIDR  in  FY  1997  to  support  its  ongoing  research  projects. 

Disease  Prevention 

The  Division  of  Oral  Health  (DOH),  Centers  for  Disease  Control  (CDC), 
continues  to  serve  as  the  federal  dental  agency  responsible  for  developing 
infection  control  recommendations  for  dentistry.    For  example,  the  ADA  has 
collaborated  with  the  Division  in  developing  infection  control  guidelines  for 
hepatitis  B,  AIDS  and  tuberculosis. 

Preventing  oral  cancer  is  one  of  the  Division's  major  areas  of  concern.    Each 
year,  there  are  more  than  30,000  new  cases  of  oral  and  pharyngeal  cancer.    And 
each  year,  these  diseases  kill  more  people  than  does  cervical  cancer  (about  9,(XX) 
lives  lost).   The  survival  rate  for  these  cancers  is  only  about  50%;  early  detection 
is  the  key  to  increasing  the  survival  rate. 

Funding  is  essential  for  the  DOH  to  work  with  the  states  to  develop  state-specific 
plans  for  preventing  and  controlling  oral  and  pharyngeal  cancers  in  high  risk 
populations.    With  additional  resources  the  DOH,  working  with  states,  could 
enhance  public  and  provider  education,  develop  and  evaluate  early  detection  and 
screening  protocols,  and  build  capacity  with  voluntary  partners  that  will  extend 
support  for  prevention  and  early  detection  capabilities. 

Severe  tooth  decay  (caries)  is  another  major  priority  for  the  Division.    53%  of 
children  ages  6-8  and  78%  of  15-year-olds  have  experienced  dental  caries.    More 
than  100  million  Americans  lack  the  benefits  of  fluoridated  water  despite  its 
proven  effectiveness  in  fighting  dental  decay.   The  CDC  works  closely  with  state 
and  local  governments  to  develop  and  implement  prevention  and  control  efforts. 
However,  much  remains  to  be  done.    Increased  technical  support  and  oral  health 
grants  to  state  and  local  health  departments  would  have  very  positive  effects  on 
the  nation's  oral  health  and  produce  substantial  cost  savings  nationwide. 
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The  Association  recommends  funding  of  $6  million  for  the  Oral  Cancer  program 
and  $6  million  for  the  Eradicating  Caries  in  Children  program. 

Agency  for  Health  Care  Policy  and  Research  (AHCPR) 

The  Agency  for  Health  Care  Policy  and  Research  (AHCPR)  is  the  only  federal 
agency  responsible  for  identifying  and  testing  ways  to  improve  the  quality  of  and 
access  to  cost-effective  health  care. 

It  is  essential  to  provide  sufficient  funds  for  the  Medical  Expenditure  Panel 
Survey  (MDPS)  planned  for  1997.   This  survey  provides  valuable  information 
such  as  utilization  patterns,  composition  of  services,  and  costs  of  care  and  how 
these  are  influenced  by  characteristics  of  patients,  providers  and  insurance  plans. 
The  Association  also  supports  the  continuing  AHCPR's  Medical  Treatment 
Effectiveness  Program,  which  can  provide  the  evidence  base  for  selecting  among 
alternative  diagnostic  and  dental  treatments. 

In  order  for  the  agency  to  effectively  advance  the  development  of  new  knowledge 
about  oral  heath  care,  it  must  be  supported  with  adequate  resources.    The 
Association  believes  that  a  minimum  funding  level  of  $160  million  is  necessary 
for  this  agency  to  properly  perform  its  mission. 


STATEMENT  OF  PRISCILLA  CICCARIELLO,  PRESIDENT,  COALI- 
TION FOR  HERITABLE  DISORDERS  OF  CONNECTIVE  TISSUE, 
ON  BEHALF  OF  THE  NATIONAL  MARFAN  FOUNDATION 

Mr.  Specter  and  members  of  the  Subcommittee,  the  members  of  the 
Coalition  for  Heritable  Disorders  of  Connective  Tissue  (CHDCT)  thank  you 
for  the  opportunity  to  provide  testimony  regarding  the  budget  of  the  National 
Institutes  of  Health  and  the  National  Institute  of  Arthritis,  Musculoskeletal  and 
Skin  Diseases  (NIAMS). 

I  am  Priscilla  Ciccariello,  Chairperson  of  the  National  Marfan  Foundation 
which  is  a  charter  member  organization  of  the  Coalition  for  Heritable 
Disorders  of  Connective  Tissue  (CHDCT).  The  Coalition  is  an  umbrella 
group  which  represents  more  than  one  half  million  Americans  affected  by 
heritable  disorders  of  connective  tissue.  There  are  more  than  200  such 
disorders  which  include  names  most  of  us  have  never  heard  of  unless  or 
until  a  family  member  is  diagnosed  with  one  -  names  such  as  Ectodermal 
Dysplasias,  Ehlers-Danlos  Syndrome,  Epidermolysis  Bullosa,  Osteogenesis 
Imperfecta,  Pseudoxanthoma  Elasticum,  the  Chondrodystrophies,  and 
Marfan  Syndrome,  to  name  some  of  the  more  common  ones. 

The  CHDCT  was  founded  in  1988  in  order  to  bring  about  greater  awareness 
and  understanding  of  this  body  of  disorders  in  the  medical  professions  and 
the  public  at  large;  to  encourage  teaching  in  the  schools  training  health 
practitioners  that  will  help  them  to  identify,  diagnose,  and  treat  the  various 
heritable  connective  tissue  disorders;  and,  to  foster  and  support  research. 
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My  husband  and  son  died  from  the  Marfan  syndrome  -  one  of  these 
disorders  -  and  I  have  two  other  sons  who  have  required  open-heart  surgery 
to  extend  their  lives,  as  well  as  two  affected  grandchildren.  My  son  died  from 
a  dissecting  aneurysm,  unaware  that  he  had  Marfan  syndrome  and  that  he 
could  have  had  surgery  which  would  have  saved  his  life.  We  continually 
learn  of  people  dying  from  dissecting  aneurysms,  people  turned  away  from 
emergency  rooms,  people  undiagnosed.  These  deaths  are  especially  tragic 
because  they  could  have  been  avoided  if  the  people  had  been  diagnosed 
early  and  treated  correctly. 

The  Marfan  syndrome  affects  many  organ  systems,  including  skeleton, 
lungs,  eyes  and  the  heart  and  blood  vessels.  This  disorder  affects  both  men 
and  women  of  any  race  or  ethnic  group.  Everyone  with  Marfan  syndrome  is 
affected  a  bit  differently,  but  it  is  a  disabling  and  life-threatening  condition. 
Approximately  200,000  Americans  are  affected  by  Marfan  syndrome  and 
related  connective  tissue  disorders,  but  diagnosis  is  difficult,  since  up  to  now 
there  is  no  simple,  accurate  test. 

In  1991,  the  gene  and  protein  that  are  defective  in  the  Marfan  syndrome 
were  first  identified.  It  was  determined  that  a  protein  called  fibrillin,  a 
component  of  the  body's  connective  tissue,  is  structurally  and  functionally 
deficient  in  affected  individuals,  allowing  normal  stresses  such  as  blood 
pressure  to  weaken  various  structures  of  the  body  over  time.  The  impact  of 
this  knowledge  has  been  tremendous  and  immediate. 

We  can  now  use  molecular  methods  to  diagnose  people  before  they  show 
any  signs  of  Marfan  syndrome.  In  this  way,  medical  therapies  can  be  used 
presumptively,  and  therefore  with  greater  therapeutic  benefit.  At  the  same 
time,  research  is  providing  greater  understanding  of  other  disorders  which 
impose  an  even  greater  public  health  burden. 

The  greatest  challenge  and  rewards  lie  in  front  of  us.  It  is  hoped  that  a  firm 
understanding  of  Marfan  syndrome  and  its  cause,  and  the  development  of 
relevant  animal  models,  will  allow  us  to  devise  novel  strategies  for  the 
prevention  and  cure  of  this  and  related  disorders  of  connective  tissue. 

Similar  exciting  advances  have  been  made  in  Dystrophic  Epidermolysis 
Bullosa.  Mutations  have  been  identified  in  several  families,  identifying  the 
mutations  of  a  specific  collagen  in  Dominant  Dystrophic  EB.  DNA-based 
prenatal  diagnosis  can  save  the  lives  of  babies  affected  with  EB  by  preparing 
the  obstetric  delivery  team.  Much  of  the  research  that  paved  the  way  for 
these  and  other  advances  has  been  supported  by  the  Committee. 

Ehlers-Danlos  is  a  group  of  disorders  affecting  the  connective  tissue, 
characterized  by  soft,  hyperextensible  skin,  and  joint  laxity.  Manifestations 
are  generally  found  in  the  skin,  joints,  and  circulatory  system,  but  the  degree 
of  severity  varies  from  type  to  type  of  EDS.  In  some  forms,  researchers 
have  detected  the  specific  gene  defect  and  the  resulting  molecular  alteration 
has  been  determined.  Researchers  are  able  to  use  that  knowledge  to 
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understand  how  the  gene  abnormality  results  in  an  abnormal  protein  which 
then  results  in  the  cause  of  EDS. 

Osteogenesis  Imperfecta  (01)  is  characterized  by  bones  that  break  easily, 
often  from  little  or  no  apparent  cause.  Most  forms  of  01  are  the  result  of 
imperfectly  formed  bone  collagen,  the  consequence  of  a  genetic  defect. 
Biochemical  research  centers  around  the  use  of  hormones  or  other  chemical 
agents  intended  to  strengthen  the  bone.  Molecular  research  is  directed 
toward  determining  the  causes  for  the  abnormal  formation  of  collagen.  Gene 
therapy's  goal  is  to  bring  about  a  biochemical  change  in  the  process  of 
making  collagen. 

Pseudoxanthoma  Elasticum  affects  all  the  elastic  fibers  of  the  body.  One  of 
the  complications  is  the  loss  of  central  vision  in  the  eyes.  Research  has 
focused  on  the  elastic  tissue  and  its  role  in  the  connective  tissue. 

Ectodermal  Dysplasias  are  a  group  of  over  150  genetic  disorders  identified 
by  abnonnalities  in  two  of  more  derivatives  of  the  ectoderm.  Researchers 
have  localized  the  genetic  abnormalities  of  X-linked  hypohidrotic  ectodermal 
dysplasia  to  a  specific  region  on  the  X  chromosome  and  can  now  predict  the 
probability  that  a  female  is  a  carrier  of  the  syndrome  through  DNA  analysis. 

Many  exciting  discoveries  have  been  occurring  in  the  Chondrodysplasias. 
After  years,  the  gene  has  been  identified  for  achondroplasia  -  one  of  the 
most  common  forms  of  dwarfism.  This  condition,  caused  by  a  gene  mutation 
early  in  fetal  development,  occurs  in  one  of  every  20,000  births.  Following 
upon  this  discovery  was  the  identification  of  the  gene  mutation  for 
diastrophic  dwarfism,  a  recessive  form.  Additional  positive  research  is  being 
directed  toward  the  goal  of  alleviating  orthopaedic,  neurological  and 
respiratory/pulmonary  conditions  which  can  be  lethal  and  have  only  partially 
effective  surgical  interventions. 

The  advances  in  genetic  research  to  date  bring  hope  to  the  many  individuals 
and  families  affected  by  heritable  disorders  of  connective  tissue.  Yet  more    . 
dollars  are  needed  to  continue  the  momentum  necessary  to  understand 
these  complex  disorders  and  to  translate  molecular  findings  into  practical 
therapies. 

In  1995  a  workshop  on  Heritable  Disorders  of  Connective  Tissue  was  held  at 
the  National  Institutes  of  Health  at  the  recommendation  of  your  committee. 
This  workshop  was  a  follow  up  of  an  earlier  conference  held  in  1990.  The 
workshop  will  be  critical  in  updating  current  basic  research  findings,  and 
translating  these  findings  into  practical  clinical  investigations.  It  will  serve  as 
a  forum  for  scientists  involved  in  connective  tissue  research.  It  will  also 
enable  the  participants  to  focus  on,  and  recommend,  the  best  directions  for 
future  studies  and  promote  collaborations  in  the  best  interests  of  science  and 
humanity. 
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We  believe  strongly  that  collaborations  and  research  will  find  the  answers  to 
Marfan  syndrome  and  other  heritable  disorders  of  connective  tissue,  making 
a  vital  difference  in  lives  -  maybe  not  of  my  sons  -  but  certainly  in  the  lives  of 
my  grandchildren  and  in  the  lives  of  the  thousands  of  families  affected  with 
these  disorders. 

The  Coalition  of  Heritable  Disorders  of  Connective  Tissue  is  also  a  member 
of  the  NIAMS  Coalition  which  includes  some  40  organizations.  In  endorsing 
the  recommendations  of  the  NIAMS  Coalition,  we  respectfully  urge  Congress 
to  invest  in  conquering  crippling,  chronic  and  sometimes  fatal  diseases  by 
supporting  the  research  budget  of  NIH.  Without  this  investment  in  essential 
research,  the  economic  burden  to  this  country  will  increase  over  its  already 
staggering  costs.  For  example,  the  diseases  which  fall  within  the  realm  of 
the  National  Institute  for  Arthritis  Musculoskeletal  and  Skin  Diseases  cost 
this  country  more  than  $100  Billion  per  year;  are  the  most  common  causes  of 
chronic  illness  in  the  U.S.;  are  the  leading  cause  of  time  lost  from  work;  are 
the  most  common  causes  of  Social  Security  disability;  and,  account  for  20% 
of  homebound  individuals. 

Many  of  these  disorders,  although  incurable  at  the  present  time,  are 
treatable.  We  stand  on  the  edge  of  an  extraordinary  time.  The  discoveries 
of  the  past  few  years  provide  a  promise  that  is  breathtaking  and  provides 
hope  to  people  such  as  myself,  who  lived  with  Marfan  syndrome  for  the  past 
25  years  before  the  molecular  breakthroughs  we  speak  of  today. 

Research  will  lead  to  treatments  and  preventions  that  will  stop  this  tragic 
economic  and  social  drainage  of  money  and  spirit  and  will  permit  thousands 
of  children  and  adults  to  realize  their  full  potential  as  Americans.  The 
American  dream,  for  those  with  genetic  disorders,  can  be  attainable  if  we 
support  the  high  quality  of  research  that  is  currently  underway. 

All  the  member  organizations  of  the  Coalition  for  Heritable  Disorders  of 
Connective  Tissue  and  the  patients  and  families  they  represent,  join  me  in 
thanking  this  Committee  and  Congress  for  continuing  support  of  research  on 
heritable  disorders  of  connective  tissue. 


STATEMENT  OF  THE  UNITED  OSTOMY  ASSOCIATION 

Thank  you  for  the  opportunity  to  submit  written  testimony  to  the 
subcommittee  regarding  fiscal  year  1997  appropriations  for  programs  funded  under 
the  Public  Health  Service,  including  the  National  Institutes  of  Health  (NIH)  and  the 
Centers  for  Disease  Control  and  Prevention  (CDC).  The  United  Ostomy  Association 
appreciates  your  past  commitment  to  digestive  disease  research  and  education  under 
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these  programs  and  especially  commends  you  on  the  5.7  percent  increase  in  fiscal 
year  1996  funding  for  the  NIH. 

The  United  Ostomy  Association  is  a  volunteer-based  health  organization 
dedicated  to  assisting  people  who  have  had  or  will  have  intestinal  or  urinary 
diversions.  Our  national  organization  and  550  chapters  provide  educational  services 
and  psychological  support  to  these  individuals  and  to  their  families.  We  also 
advocate  and  promote  the  services  of  the  organization  to  the  public  and  professional 
communities  to  increase  awareness  about  the  many  digestive  diseases  that  can  led  to 
ostomy  surgery.  The  United  Ostomy  Association  currently  has  chapters  throughout 
the  United  States  and  Canada  and  has  more  than  35,000  members.  It  is  estimated 
that  approximately  750,000  people  in  the  United  States  currently  have  an  ostomy  and 
that  70.000  to  80.000  people  have  either  temporary  or  permanent  ostomy  surgery 
each  year. 

The  United  Ostomy  Association  appreciates  the  support  the  subcommittee  has 
given  to  research  and  to  educating  the  public  about  digestive  diseases.  We  are 
particularly  supportive  of  the  CDC's  new  colorectal  cancer  screening  education  and 
awareness  initiative.  Colorectal  cancer  is  the  third  most  commonly  diagnosed  cancer 
for  both  men  and  women  in  the  United  States  and  the  second  leading  cause  of 
cancer  related  deaths.  Colorectal  cancer  accounts  for  approximately  60  percent  of 
ostomy  surgeries. 

Although  survival  rates  are  greatly  enhanced  when  colorectal  cancer  is 
detected  and  treated  at  an  early  stage,  recent  studies  have  shown  a  tremendous  need 
to  encourage  the  public  to  seek  screening  and  to  educate  health  care  providers  about 


216 

colorectal  screening  guidelines.  CDC's  initiative  should  help  to  begin  to  address 
these  needs  by  coordinating  with  national  partners  to  develop  an  information  program 
emphasizing  the  value  of  early  detection.  The  United  Ostomy  Association 
encourages  the  subcommittee  to  provide  CDC  with  $5  million  in  fiscal  year  1997  for 
this  program. 

The  United  Ostomy  Association  also  is  encouraged  by  the  research  being 
conducted  through  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney 
Disease  (NIDDK).  Millions  of  Americans  around  the  country  who  suffer  from  a 
variety  of  digestive  disorders  pin  their  hopes  for  a  better  life  --  or  even  life  itself  ~ 
on  medical  advances  made  through  the  basic  and  genetically-based  research 
conducted  at  NIDDK.  We  support  the  Institute's  continued  research  in  the  areas  of 
inflammatory  bowel  disease,  dietary  prevention  of  diverticulitis  recurrence,  urological 
disease,  and  birth  defects  that  led  to  digestive  complications  and  are  encouraged  by 
the  success  in  the  prevention  of  ulcer  recurrence  through  the  discovery  of  the  H. 
pylori  bacterium.  We  also  were  particularly  pleased  to  note,  that  in  his  testimony  to 
this  subcommittee.  NIDDK  Director  Dr.  Phillip  Gorden  pledged  to  continue  the 
investigation  of  urocortin,  a  recently  identified  hormone  possibly  linked  to 
inflammatory  health  problems.  We  look  forward  to  the  new  opportunities  this 
research  presents  in  intervening  or  preventing  chronic  digestive  disease.  The  United 
Ostomy  Association  recommends  that  the  subcommittee  provide  NIDDK  with  a  6.5 
percent  increase  in  funding  for  fiscal  year  1997  that  would  bring  NIDDK's  total 
appropriation  to  $821,252,000. 

Despite  the  continuing  work  on  digestive  disease  at  the  CDC,  NIDDK,  and 
the  other  Institutes  at  NIH,  the  United  Ostomy  Association  remains  concerned  that 
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no  coordinated  plan  exists  for  the  research  of  digestive  diseases  and  the  translation 
of  the  results  of  that  research  into  improved  awareness  and  treatment  options  for  the 
twenty  million  Americans  diagnosed  each  year  with  a  chronic  digestive  disease 
problem.  Development  of  a  coordination  committee  within  NIH,  similar  to  the  one 
currently  in  place  for  sleep  disorders,  could  serve  some  of  the  valuable  functions  of 
the  former  National  Digestive  Disease  Advisory  Board  in  setting  priorities  for 
digestive  disease  research  and  maximizing  the  utilization  of  the  resources  available 
in  this  area. 

The  United  Ostomy  Association  also  proposes  that  a  national  database  to  track 
persons  who  have  had  ostomy  surgery  would  lend  some  direction  to  efforts  to  reduce 
the  incidence  of  digestive  disease  and  the  digestive  complications  that  can  led  to 
ostomy  surgery.  A  prospective,  on-going  database  of  information  collected  from 
ostomates  would  serve  a  dual  purpose.  The  database  would  become  the  locus  of 
basic  information  on  the  causes,  treatment,  and  outcomes  of  ostomy  surgery, 
providing  critical  information  to  both  patients  and  physicians  faced  with  digestive 
complications  and  surgery.  This  information  also  would  benefit  resejirchers  by 
addressing  the  need  to  focus  and  coordinate  the  efficient  use  of  resources  at  NIH,  and 
particularly  the  resources  of  NIDDK,  in  achievmg  meaningful  results  for  improving 
the  lives  of  those  affected  by  digestive  disorders  and  those  living  wdth  an  ostomy. 
We  recommend  that  the  information  collection  for  the  database  could  be  conducted 
adjunct  to  the  ongoing  work  of  the  CDC  on  colon  cancer  screening  and  that  the  CDC 
receive  an  additional  $500,000  in  funding  to  begin  this  critically  needed  work  in  the 
area  of  ostomy  and  digestive  disease. 

The  United  Ostomy  Association  appreciates  the  opportunity  to  submit  this 
written  testimony  to  the  subcommittee  and  looks  forward  to  working  with  the 
subcommittee  on  fiscal  year  1997  appropriations  for  digestive  disease  research. 
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STATEMENT  OF  S.  LYNN  McFALLS,  EDUCATION  STAFF  MEMBER, 
THE  NATIONAL  MILITARY  FAMILY  ASSOCIATION 

The  National  Military  Family  Association  (NMFA)  is  a  non-profit,  predominantly  volunteer 
organization,  composed  of  members  from  the  seven  uniformed  services  -  active  duty, 
retired,  reserve  component,  their  family  members  and  survivors.  NMFA  is  the  only 
national  organization  whose  sole  focus  is  the  military  family  and  whose  goal  is  to  influence 
the  development  and  implementation  of  policies  which  will  improve  the  lives  of  those 
family  members.  NMFA  appreciates  this  opportunity  to  express  its  views. 

NMFA  speaks  on  behalf  of  military  families  throughout  the  nation  when  it  urges  Congress 
to  continue  to  put  children  and  their  education  first.  On  the  average,  a  military  child  moves 
every  2-4  years  and  is  required  to  adjust  to  various  types  of  school  systems.  The  parents 
among  you  know  that  as  a  child  gets  older,  these  moves  become  more  and  more  difficult. 
Curriculum  and  textbooks  differ,  and  academic  performance  may  suffer.  It  takes  time  to 
settle  into  a  new  environment.  The  last  thing  thai  our  children  need  during  this  unsettling 
time  is  to  be  blamed  by  local  communities  because  their  schools  are  having  budgetan*' 
problems  resulting  in  shortages  of  textbooks,  overcrowded  classrooms,  hiring  freezes, 
layoffs,  disruption,  and  in  some  cases,  outright  elimination  of  basic  education  programs.  It 
is  not  the  children's  fault  that  the  Federal  Government  is  not  meeting  its  obligation  in 
providing  adequate  Impact  Aid  funding  for  the  schools. 

The  Federal  Government's  responsibility,  originally  defined  in  P.L.  81-874  (pa.ssed  by 
Congress  in  1950)  and  restated  in  P.L.  103-382,  is  to  provide  financial  as.sistance  for  those 
local  educational  agencies  upon  which  the  United  States  has  placed  financial  burden. 

BACKGROUND 

Since  the  early  1800s,  the  Federal  Government  has  recognized  its  obligation  to  provide  an 
education  for  military  students.  However,  during  the  19th  and  early  2()ih  centuries. 
funding  for  schools  was  uneven  and  sporadic.  P.L.  81-874  provided  a  mechanism  for 
consistent  funding  of  the  Government's  obligation  to  these  students.  Public  school 
disnicts  impacted  with  military  students  were  given  adequate  moneys  to  provide  these 
children  a  basic  education.  The  original  intent  of  P.L.  81-874  was  to  provide  payment 
equal  to  the  local  per-pupil  costs  for  students  whose  military  parent  both  lived  and  worked 
on  a  federal  installation  (these  students  were  designated  A  students).  The  law  also 
provided  one  half  of  the  local  per-pupil  cost  for  students  whose  military  parent  worked  on  a 
federal  installation  but  lived  in  the  civilian  community  (B  students).  The  difference  in 
funding  between  A  and  B  students  recognized  the  payment  of  some  taxes  (usually  real 
estate  taxes)  by  military  members  living  in  the  local  civilian  community.  In  1953,  funding 
was  reduced  with  a  provision  that  payment  for  an  A  student  could  not  fall  below  one-half 
of  the  state  or  national  average  cost  per  pupil,  whichever  was  greater.  For  B  students,  the 
minimum  rate  was  one  half  of  that  of  an  A  student. 
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Overall  funding  for  military  A  and  B  students  has  ix;en  relatively  constant  for  the  pasi 
decade,  but  has  been  on  a  distinct  decline  for  the  past  three  years,  even  though  their  total 
population  has  remained  relatively  constant.  With  the  recent  large  military  drawdown  from 
overseas  units,  many  of  the  students  were  relocated  to  stateside  locations  and  forced  to  live 
off  military  installations  because  of  a  lack  of  sufficient  base  housing.  Unfortunately,  some 
in  Congress  believe  that  B  children  are  a  relatively  low  priority  and  that  the  funding  for 
these  students  is  not  necessary.  This  concept  may  not  seriously  affect  school  districts 
whose  population  consists  mainly  of  A  students,  but  those  school  districts  whose 
overwhelming  majority  of  students  are  Bs  may  be  devastated  by  the  loss  in  revenue.  A 
military  member  who  resides  in  a  civilian  community  does  provide  local  tax  revenue 
through  real  estate  property  taxes  either  directly,  or  indirectly  through  a  lease.  However, 
both  local  communities  and  States  have  increasingly  used  sources  other  than  real  estate 
property  taxes  to  fund  education.  Most  of  these  taxes,  such  as  personal  property  taxes, 
local  sales  taxes,  license  fees  and  state  or  local  income  taxes,  are  not  paid  to  the  local 
community  by  military  members  unless  they  happen  to  be  residing  at  their  legal  domicile. 

Under  the  current  law,  revenue  for  a  B  student  is  10%  of  that  for  an  A  student.  On  the 
average,  it  costs  roughly  $6,000  to  educate  a  child  in  the  United  States  today.  But  the 
current  average  Impact  Aid  payment  for  an  A  child  is  $2,000;  the  average  payment  for  a  B 
child  is  $200;  nowhere  near  the  original  intent  or  the  cost  to  educate  a  child. 

ADMINISTRATION  PROPOSAL 

The  Administration's  budget  request  for  FY97  would  again  reduce  the  overall  Impact  Aid 
program.  After  a  15%  cut  in  FY  1995  and  an  additional  5%  reduction  in  FY  1996,  the 
Department  of  Education  has  submitted  a  FY1997  budget  reduced  10%  from  last  year  in  an 
effort  to  fund  only  the  A  students  whose  parents  live  and  work  on  military  installations. 
The  total  budget  is  less  than  that  of  over  15  years  ago.  Yet  the  cost  of  living  index  has 
increased  over  70%,  and  the  number  of  children  affected  has  decreased  only  5%  in  that 
time.  If  funding  for  the  military  A  and  B  students  were  at  the  original  entitlement  levels, 
this  program  would  be  fully  funded  at  approximately  $940  million.  The  Departmeni  ot 
Education's  plan  for  military  students  in  FY1997  is  to  fund  the  program  at  $340  million. 
Any  way  you  look  at  the  overall  impacts,  this  is  unacceptable.  The  increa.sed  tax  burden 
placed  upon  the  local  taxpayers  will  cause  nothing  but  friction  and  animosity  between  the 
military  establishment  and  their  local  communities., 

BASIC   EDUCATION 

NMFA  agrees  with  the  goals  of  Head  Stan  and  other  supplemental  education  programs 
whose  aim  is  to  ready  children  to  learn  in  a  basic  educational  program.  Many  of  the  new 
education  programs,  including  Goals  2000,  add  to  that  basic  education.  Impact  Aids  iioal 
is  lo  provide  that  basic  education.  Students  will  not  receive  basic  education  in  crowded 
classrooms  with  insufficient  teaching  materials,  no  matter  how  well  prepared  a  child  is  to 
learn,  or  how  many  new  programs  are  added.  Funding  shortfalls  diminish  a  school's 
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ability  to  provide  a  basic  education.  Impact  Aid  funding  is  not  simply  for  extra  activities 
that  a  school  district  adds  to  its  core  curriculum,  as  some  people  like  to  believe,  but 
provides  for  the  basics  -  reading,  mathematics,  social  studies,  science,  etc. 

EFFECT  ON  SCHOOL  DISTRICTS 

Throughout  the  United  States  there  is  substantial  evidence  of  the  excellent  working 
relationships  that  exist  between  local  communities  and  military  installations.  These 
relationships  don't  just  happen  -  they  have  been  built  on  a  day  to  day  basis  over  many 
years.  Unfortunately,  we  are  now  seeing  turmoil  and  tensions  building  between  the  local 
taxpayers  and  military  installations.  Local  taxpayers  recognize  that  they  are  having  to 
shoulder  more  of  the  federal  government's  obligation  to  educate  military  dependents. 
Because  full  funding  for  FY96  has  not  been  distributed,  schools  have  had  to  begin  using 
their  reserve  funds,  invoking  hiring  freezes,  borrowing  money  from  local  agencies, 
disrupting  services,  stopping  specific  programs  and  halting  teacher  negotiations. 

•  Mountain  Home  School  District,  Mountain  Home  AFB,  Idaho,  has  to  date  not 
received  any  of  its  $1.6  million  budgeted  Impact  Aid  receipts.  The  delay  in  funding  has 
cost  the  district  approximately  $7,500  per  month  in  interest  revenue.  If  funds  are  not 
received  by  this  month,  the  district  will  have  to  begin  borrowing  money  to  meet  their 
obligations. 

•  North  Chicago  Community  Unit  School  District  187  has  received  only 
$951,717  of  their  budgeted  $4.2  million  in  Impact  Aid.  A  freeze  has  been  imposed  on 
all  items  except  emergency  items.  If  funding  is  not  received  by  June,  the  district  will 
have  to  begin  borrowing  funds.  Since  Impact  Aid  should  have  been  received  before 
December,  1995,  the  district  is  losing  approximately  $16,500  per  month  in  interest 
earnings  that  was  budgeted  for,  but  will  not  be  able  to  be  made  up. 

•  Approximately  41%  of  the  Fort  Leavenworth  Unified  School  District  #2()7s. 
Fort  Leavenworth,  Kansas,  revenues  come  from  Impact  Aid.  To  date,  the  district  has 
received  $1.7  million  of  its  $3  million  in  anticipated  federal  revenues.  Because  of  the 
shortfall  in  funding,  Fort  Leavenwonh  USD  has  had  to  borrow  funds  from  the  State  of 
Kansas  to  keep  the  doors  open  after  March  1.  School  budgets  have  been  cut  to  the 
80%  level.  Funding  for  new  instructional  programs  and  activities  for  Fort 
Leavenworth  USDs  1,853  is  frozen. 

•  The  Ayer  School  District,  Fort  Devens.  Massachusetts,  was  anticipating  $1.8 
million  in  Impact  Aid  to  provide  for  the  education  of  1,100  students.  To  date  the 
district  has  received  no  Impact  Aid  funding.  School  officials  indicate  that  they  will  be 
faced  with  the  probability  of  closing  at  the  April  spring  vacation  break  if  funding  is  not 
forthcoming.  In  addition,  by  closing  early,  Ayer  would  have  to  pay  the  state  penalties 
for  not  fulfilling  the  minimum  number  of  days/hours  if  instruction. 

•  North  Hanover  Township,  McGuire  AFB,  New  Jersey,  budgeted  $3.7  million  - 
40%  of  their  budget  -  as  an  Impact  Aid  receipt.  To  date  they  have  received  $0  to 
educate  their  1,785  children.  The  district  has  frozen  their  budget,  is  borrowing  funds, 
is  anticipating  staff  layoffs  in  April,  and  will  begin  cutting  programs  during  that  same 
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rimeframe.  A  reducrion  in  anticipated  receipts  will  result  in  a  reduction  of  a  minimum 
of  10-12  teaching  staff  members  for  FV96,  elimination  of  teacher  aides,  probable 
increase  in  class  size,  as  well  as  elimination  of  special  areas  such  as  art,  music,  library, 
etc. 

•  Impact  Aid  represents  95%  of  the  receipts  for  Grand  Forks  Air  Force  Bnse 
School  District  #140.  This  year  the  district  has  received  $2  million  of  its 
anticipated  $6  million  in  Impact  Aid.  The  delays  have  caused  the  disnict  to  delete 
programs,  use  up  all  cash  reserves,  borrow  money,  delay  any  new  programs,  delay 
paying  bills,  delay  infrastructure  repairs,  delay  technology  purchases,  and  use  up 
inventories. 

•  None  of  the  $1.6  million  that  has  been  budgeted  for  Impact  Aid  by  the  Middletown 
School  District,  Newport  Naval  Station,  Rhode  Island,  has  been  received  this  year. 
March  1  is  the  deadline  for  staffing  in  Rhode  Island  for  the  ensuing  year.  As  a  result  of 
the  uncertainty  of  Impact  Aid,  Middletown  took  action  on  February  15,  1996,  to  lay  off 
18  staff  members  for  the  1996-97  school  year. 

•  Killeen  Independent  School  District,  Killeen,  Texas,  with  an  enrollment  of 
28,000,  typically  receives  approximately  $190.5  million  in  Impact  Aid.  This  year  the 
district  has  received  $0  from  Impact  Aid.  The  district  has  had  to  spend  its  cash  reserve 
in  order  to  meet  operating  expenses.  In  addition  they  have  lost  investment  revenue 
which  has  been  budgeted  for.  Uncertainty  for  the  FY97  budget  is  causing  problems.  It 
will  be  difficult  to  make  any  decisions  for  improved  teaching  and  learning. 

These  examples  represent  only  a  small  number  of  districts  who  are  facing  .severe  funding 
problems  because  of  the  lack  of  Impact  Aid  funding. 

CONCLUSION 

In  the  testimony  brought  before  the  House  National  Security  Subcommittee  on  Manpower 
and  Personnel,  on  March  12, 1996,  quality  of  life  issues  were  discussed.  According  to  the 
Honorable  John  O.  Marsh,  Jr.,  former  Secretary  of  the  Army  and  Chairman  of  the  Task 
Force  on  Quality  of  Life,  one  of  the  big  five  issues  facing  DOD  is  education.  He  stated  that 
the  challenge  of  the  90s  will  be  retention.  In  order  to  retain  the  best  quality  people  in 
today's  military,  their  quality  of  life  and  that  of  their  families  is  a  #1  issue.  Impact  Aid  is 
an  essential  Quality  of  Life  issue.  It  has  made  the  difference  between  a  minimum  education 
and  a  quality  education  for  military  children. 

In  school  districts  that  depend  on  Impact  Aid  funding,  not  only  military  children,  but  all 
students  will  suffer  the  consequences  of  decreased  funding.  These  funds  are  part  of  the 
school  districts'  operating  budgets  and  are  used  for  basic  educational  programs.  If 
programs  are  deleted,  staff  is  cut  or  needed  repairs  are  delayed,  all  students  suffer,  not  just 
military  children.  Unfortunately,  this  is  happening  in  school  districts  across  the  nation,  and 
we  are  beginning  to  see  turmoil  and  tensions  building  between  the  local  communities  and 
military  installations.  Local  taxpayers  recognize  that  they  are  having  to  shoulder  more  of 
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the  federal  governments  obligation  to  educate  these  children  and  they  resent  it.  The  ones 
who  suffer  the  most  in  these  situations  are  the  children  who  attend  school  in  those  districts 
-  both  military  and  civilian. 

Impact  Aid  has  proven  itself  to  be  a  successful  program.  The  dollars  go  directly  to  school 
districts  from  the  Federal  Government  with  no  strings  attached  and  go  directly  to  stiidciiis 
to  provide  a  basic  education.  We  urge  you  to  fully  fund  Impact  Aid.  Our  milit;u-y 
members,  who  have  made  a  commitment  to  serve  and  protect  this  country,  have  a  right  to 
expect  a  quality  education  for  their  children.  The  deterioration  of  a  quality  education  for 
military  dependents  and  their  classmates  will  ultimately  affect  the  morale,  recruitment  and 
retention  of  service  personnel. 


STATEMENT  OF  CHARLES  E.  YOUNG,  DIRECTOR,  OREGON  COM- 
MISSION FOR  THE  BLIND,  ON  BEHALF  OF  THE  NATIONAL 
COUNCIL  OF  STATE  AGENCIES  FOR  THE  BLIND,  INC. 

"What  do  you  do  for  a  living?"  Can  you  imagine  not  having  a  reply  for 
that  age-old  question?  Employment  is  how  we  as  adults  define  ourselves.  Our 
occupations  determine  with  whom  we  associate  and  where  and  how  we  live.  Our 
jobs  are  our  major  source  of  identity  and  self-worth. 

Yet,  a  recent  Harris  Poll  indicated  that  two  out  of  eveiy  three  adults  with 
disabilities  are  not  employed.  This  same  Harris  Poll  concluded  that  to  have  a 
disability  and  be  unable  to  obtain  employment  is  the  true  meaning  of  being 
"handicapped"  in  our  society.  Qearly,  our  great  nation  needs  to  extend  the 
American  dream  of  inclusion  and  full  participation  in  society  to  citizens  with 
disabilities.  For  without  hope  of  employment  and  the  training  to  live 
independently,  disabled  Americans  are  denied  the  opportunity  to  contribute  to 
our  nation's  greatness. 

It  is  the  purpose  of  the  Rehabilitation  Act  to  provide  the  services 
necessary  for  disabled  Americans  to  achieve  full  inclusion  in  society  through 
employment,  independent  living,  and  economic  and  social  self-sufficiency. 

Fortunately,  with  recent  Amendments  to  the  Rehabilitation  Act,  Congress 
and  state  agencies  have  both  recognized  the  shortcomings  of  our  nation's 
rehabilitation  programs  and  dramatically  moved  forward  in  improving  this 
program.  New  Amendments  strengthen  consumer  participation,  responsibility 
and.  empowerment  through  unprecedented  emphasis  on: 

*  Consumers  making  choices  as  informed  decision  makers; 

*  Full  inclusion  and  integration  of  those  with  disabilities  in  society; 
and 

*  Pursuit  of  meaningful  careers. 

The  opportunity  for  this  new  direction  begins  with  the  critical  Title  I 
employment  provisions  and  extends  through  the  Independent  Living  provisions 
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of  the  revised  Rehabilitation  Act.  With  full  implementation  of  this  exciting  new 
legislation,  we,  the  state  and  federal  government,  in  partnership  with  consumers 
of  rehabilitation  services,  are  together  creating  a  dynamic  new  streamlined 
system  of  service  delivery  that  is  truly  "reinvention  of  government."  Recently, 
state  VR  agencies  and  our  federal  partner,  the  RSA,  signed  an  unprecedented 
agreement  on  "Vision  and  Strategies  for  Streamlining  the  Public  VR  Program." 
Our  purpose  is  to  "assist  more  eligible  people  with  disabilities  to  obtain  real  jobs 
at  real  wages."  The  initiative  represents  a  joint  commitment  to  ensure  a  clear 
focus  on  quality  employment  outcomes.  It  is  of  little  wonder  that  with  these 
reinvention  and  streamlining  efforts  we  have  already  witnessed  a  four  percent 
increase  in  employment  of  disabled  persons  this  past  year. 

Another  example  of  this  reinvention  is  the  rehabilitation  of  older 
Americans  who  become  severely  visually  impaired.  You  recognized  in  passing 
the  new  law  that  the  largest  and  fastest  growing  group  of  newly  blinded 
Americans  is  our  older  citizens.  One  in  every  six  persons  who  reaches  the  age 
of  65  will  need  these  services  to  enable  them  to  remain  independent.  For  these 
one  in  six  individuals  training  is  provided  in  critical  life  activities,  such  as:  low 
vision  enhancement,  cooking  and  travel.  These  are  survival  skills  required  for 
older  visually  impaired  Americans  to  remain  self-reliant  in  their  homes  and  avoid 
needless  dependency  or  costly  institutionalization. 

Older  citizens  who  become  severely  visually  impaired  are  15  times  more 
likely  to  be  institutionalized  then  are  their  sighted  peers,  often  at  taxpayer 
expense.  Yet  we  can  validate  the  cost-effectiveness  of  rehabilitation  seivices, 
with  the  startling  illustration  that  a  one-time  rehabilitation  cost  of  $320  per  older 
citizen  in  Oregon,  stands  in  contrast  to  the  annual  cost  of  $30,000  for  nursing 
home  care.    Our  nation  can  ill  afford  not  to  fund  such  cost-effective  services. 

It  is  said  that  what  good  government  does  best  is  invest  in  the  productive 
independence  of  its  citizenry.  The  Rehabilitation  Act  places  unprecedented  faith 
in  the  abilities  of  disabled  Americans  by  investing  in  ability  to  live  independently 
and  also  contribute  to  our  nation  through  employment.  Our  Act  enables 
Americans  with  disabilities  to  become  productive,  independent  citizens  and 
contributors  to  their  communities.  In  essence,  this  is  the  best  of  what  America 
has  to  offer. 

A  recent  Presidential  candidate  campaigned  on  the  slogan  "It's  the 
economy  -  stupid."  Well,  our  Vocational  Rehabilitation  partnership  is  the  key 
to  participating  and  contributing  to  that  economy  for  Americans  with  disabilities, 
by  decreasing  their  dependence  on  government  programs  and  helping  them 
become  taxpaying  employed  citizens. 

On  behalf  of  your  partners  in  Rehabilitation,  we  of  the  National  Council 
of  State  Agencies  for  the  Blind  are  proud  of  our  joint  efforts  to  reinvent 
government  and  encourage  you  to  provide  the  federal  appropriation  of  $2.5 
billion.  Together,  we  can  change  what  it  means  to  be  an  American  with  a 
disability  and  be  able  to  respond  to  the  question:  "What  do  you  do  for  a  living?" 
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STATEMENT    OF    THE    NATIONAL    ALLIANCE    FOR    THE 
MENTALLY    ILL 

The  National  Alliance  for  the  Mentally  111  (NAMI)  on  behalf  of  its  more  than  140,000 
members,  who  include  people  with  severe  brain  disorders  and  their  family  members  is 
pleased  to  submit  the  following  testimony  concerning  appropriations  for  the  National 
Institute  of  Mental  Health  (NIMH)  and  the  Center  for  Mental  Health  Services  (CMHS). 

The  National  Institutes  of  Health,  including  NIMH,  were  created  to  support  research  to 
advance  treatments  and  cures  for  serious  medical  illnesses.  Certainly,  severe  mental 
illnesses,  including  schizophrenia,  manic  depressive  illness,  major  depression,  obsessive 
compulsive  disorders,  and  panic  disorder,  are  among  our  nation's  most  pressing  public 
health  problems,  in  terms  of  the  prevalence  of  these  illnesses,  and  their  resulting  disability 
and  costs. 

NAMI  urges  the  subcommittee  to  increase  funding  for  NIMH  and  to  take  steps  that  more 
effectively  focus  NIMH  on  basic,  clinical,  and  services  research  likely  to  improve  our 
understanding  and  treatment  of  severe  mental  illnesses.  The  tremendous  public  health 
problem  posed  by  these  brain  disorders  coupled  with  the  extraordinary,  historic 
opportunity  presented  by  research  strongly  argues  that  the  Committee  take  these  steps. 

The  National  Advisory  Mental  Health  Council  identified  in  a  1993  report  that  2.8  percent  of 
adult  Americans — approximately  5  million  individuals — suffer  from  a  severe  mental  illness. 
These  brain  disorders  exact  a  terrible  toll,  in  terms  of  dollars  and  personal  suffering.  No 
more  than  15  percent  of  individuals  with  the  most  severe  mental  illnesses  have  a  job.  They 
make-up  at  least  one-third  of  our  nation's  homeless  population.  Approximately  15  percent 
of  individuals  with  schizophrenia  commit  suicide.  Approximately  8  percent  of  people  in 
our  jails,  where  they  are  inappropriately  housed  for  want  of  appropriate  treatment  and 
housing,  have  a  severe  mental  illness.  People  with  severe  mental  illnesses  are 
disproportionately  victims  of  crime.  Studies  estimate  that  severe  mental  illnesses  costs  our 
nation  more  than  $74  billion  each  year.  A  quarter  to  a  third  of  all  individuals  receiving  SSI 
and  SSDI,  the  federal  income  maintenance  programs  for  people  with  all  kinds  of 
disabilities,  have  a  severe  mental  illness. 

As  a  nation,  we  can  ill  afford  to  ignore  the  costs  of  these  brain  disorders.  The  fact  that  great 
discovery,  indeed  scientific  breakthrough,  is  within  our  grasp  further  compels  us  to  invest  in 
severe  mental  illness  research.  Already,  modem  biomedicine — including  molecular 
biology,  genetics,  neuroscience,  brain  imaging,  and  psychopharmacology — and  other 
aspects  of  basic  biological  and  behavioral,  clinical,  and  services  research,  have  given  us  the 
tools  to  better  understand  and  more  effectively  treat  severe  mental  illnesses.  More  has  been 
learned  about  these  brain  disorders  in  the  past  decade  than  in  all  previous  human  history. 

For  example,  in  the  last  year  alone,  we  saw  reports  documenting  developmental  hazards, 
such  as  Rh  incompatibility  between  mother  and  fetus  and  extreme  malnutrition  during  fetal 
development,  that  double  the  incidence  of  schizophrenia.  Several  studies  better  pinpointed 
the  regions  of  the  brain  which  are  structurally  and  functionally  altered  in  schizophrenia  and 
obsessive  compulsive  disorder.  We  saw  major  papers  reporting  the  location  of  genes 
contributing  to  schizophrenia  and  manic  depressive  illness.  Data  reported  a  few  months  ago 
showed  the  effectiveness  of  a  new  schizophrenia  drug,  making  it  the  third  new  drug  for 
schizophrenia  made  available  in  a  few  short  years,  after  literally  decades  of  no  medication 
advances.  Other  studies  show  the  effectiveness  of  medications  and  therapy  in  treating 
mental  illness.  Another  study  presented  this  year  showed  that  effective  medical  treatment 
coupled  with  intensive  community  supports  and  employment  services  led  to  a  50  percent 
employment  rate  for  people  with  severe  mental  illnesses. 
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These  are  only  a  handful  of  the  advances  reported  in  the  last  year  alone,  representing 
stunning  progress.  Severe  mental  illness  research  is  a  mature,  sophisticated  science, 
bringing  to  bear  all  of  the  tools  of  modern  biomedicine  in  furthering  our  understanding  and 
treatment  of  these  disabling  disorders.  We  have  the  research  tools,  we  have  some  of  the 
best  brains  in  scientific  research,  and  we  have  answerable  scientific  questions.  Scientific 
opportunity  is  upon  us. 

NAM  I  urges  the  Committee  to  recommend  $711  million  for  the  NIMH  appropriation  in 
fiscal  year  1997,  a  7.6  percent  increase  over  the  current  year's  budget  and  the  estimate 
put  forward  hy  NIMH  staff  as  necessary  for  capitalizing  on  the  current  scientific 
opportunities.  Only  with  these  increased  funds  will  NIMH  be  able  to  devote  the  necessary 
resources  to  probe  the  molecular,  genetic,  and  structural  underpinnings  of  severe  mental 
illnesses  and  to  advance  treatment  and  services  for  these  disorders.  Even  at  this  level,  the 
research  investment  will  be  less  than  1  percent  of  the  total  costs  of  these  illnesses  to  our 
nation. 

In  addition  to  increasing  NIMH's  budget,  we  urge  the  committee  to  help  NIMH  increase 
and  strengthen  its  focus  on  severe  mental  disorders.  This  can  be  accomplished  by 
requesting  that  NIMH  do  the  following: 

1)  Ensure  that  the  vast  majority  of  members  on  the  National  Advisory  Mental  Health 
Council  are  researchers  in  basic,  clinical,  and  services  research  relevant  to  severe 
mental  illnesses  or  otherwise  expert  on  these  brain  disorders. 

2)  Ask  all  applicants  for  NIMH  funding  to  indicate  the  relevance  of  proposed  research  to 
severe  mental  illnesses  in  grant  abstracts. 

3)  Request  that  the  vast  majority  of  NIMH's  funds  are  spent  on  severe  mental  illnesses, 
meaning  no  less  than  85  percent  of  NIMH's  budget. 

4)  Fully  implement  the  four  research  plans  relevant  to  these  brain  disorders,  which  are  The 
National  Plan  for  Schizophrenia  Research:  National  Plan  for  Research  on  Children  and 
Adolescent  Mental  Disorders:  Approaching  the  2l"  Century:  Opportunities  for  NIMH 
Neuroscience  Research:  Caring  for  People  with  Severe  Mental  Disorders:  A  National 
Plan  of  Research  to  Improve  Services. 

These  measures  will  help  assist  NIMH  in  fulfilling  its  mission  to  focus  first  and  foremost  on 
the  most  severe  mental  disorders  afflicting  Americans. 

As  the  U.S.  Congress  works  to  reduce  the  Federal  deficit,  it  must  measure  every  expenditure 
of  tax  dollars  that  is  made.  Clearly,  funding  biomedical  research  is  a  historic  and  ongoing 
Federal  responsibility  and  priority.  We  propose  that  there  are  two  threshold  questions  by 
which  our  elected  officials  can  prioritize  research  appropriations:  (1)  Does  the  research 
address  illnesses  with  a  profound  impact  on  individuals  and  our  society  at  large?  And  (2)  is 
there  a  significant  scientific  opportunity  for  advancing  our  knowledge  and  treatment  of 
these  illnesses?  In  the  case  of  severe  mental  illnesses,  the  answers  to  both  questions  are  a 
resounding  and  unambiguous  yes. 

We  can  ill  afford  to  ignore  the  tremendous  suffering  and  costs  that  severe  mental  illnesses 
impose  upon  Americans.  Nor  should  we  ignore  the  very  real  opportunities  for  developing 
improved  treatments  and  even  cures  for  these  illnesses  that  neuroscience,  molecular 
biology,  and  other  areas  of  modem  biomedicine  have  made  possible.  There  are  few  times  in 
history  when  both  a  severe  health  problem  and  scientific  opportunity  are  simultaneously 


evident.  We  urge  you  to  seize  this  historic  opportunity,  to  help  bring  an  end  to  the  suffering 
and  costs  of  severe  mental  illnesses. 

ill^^Liit^^l^^^t  *******************************  ******************************** 

With  respect  to  the  support  levels  in  the  Appropriations  bill  for  the  Center  for  Mental 
Health  Services  (CMHS)  at  HHS'  Substance  Abuse  and  Mental  Health  Administration 
(SAMHSA),  NAMI  has  several  concerns. 

Nature  of  "demonstrations":  The  research  and  demonstration  activities  conducted  through 
the  Center  for  Mental  Health  Services  have  not  at  all  diminished  in  importance.  On  the 
contrary,  as  states  move  their  public  sector  caseloads  into  managed  care,  they  become  even 
more  important.  Research  on  the  managed  care  designs  being  proposed  and  implemented  is 
crucial,  and  CMHS  is  supporting  it.  But  if  the  FY  1996  House-passed  bill  became  the 
baseline,  total  ;-  &  d  at  CMHS  would  be  cut  by  85  percent.  NAMI  supports  the  notion  that 
demonstrations  should  be  scientifically  sound,  and  more  like  replicable  research.  They 
should  not  be  a  way  of  funding  very  modest  increases  in  service  capacity.  Now  is  the  time 
to  move  away  from  descriptive  research  which  is  not  replicable.  Effective  demonstrations 
can  contribute  to  the  overall  knowledge  base  concerning  services  that  work.  Priority  should 
be  given  to  the  identification  of  the  best  service  models. 

The  only  models  for  one-stop  simultaneous  treatment  of  co-occurring  disorders  (mental  and 
addictive)  are  funded  through  CMHS.  Demonstrations  for  access  to  employment  for 
persons  with  severe  and  persistent  mental  illness  are  exploring  the  capstone  of  recovery,  the 
return  to  independence.  The  benefit  of  involving  families  and  consumers  in  system 
improvement  and  change  within  their  state  is  being  proven.  Through  management  revisions 
undertaken  throughout  PHS,  all  of  these  are  already  being  performed  with  more  rigorous 
research  design  and  more  exacting  evaluation.  ' 

Over  the  last  decade  and  a  half,  the  Community  Support  Programs  (CSP),  operated  under 
demonstration  authority,  with  the  outgrowlh  of  the  consumer  and  family  involvement 
formed  the  basis  for  much  of  the  community  care  effort.  CSP  was  the  source- of  innovation, 
focused  on  the  priority  population.  It  asserted  practice  and  policy  leadership.  The 
continuation  of  this  potential  must  be  secured.  A  significant  proportion  of  demonstration 
resources,  under  the  new,  more  rigorous  rubric,  must  be  accessible  to  consumers  and 
families. 

The  aggregate  amount  for  such  mental  illness  Services  r  &  d  must  remain  at  a  level 
sufficient  to  maintain  a  meaningful  national  effort  to  help  states  in  the  development  and 
dissemination  of  pragmatic  delivery  system  designs  that  work  for  adults  and  for  children  in 
the  community.  A  drastic  reduction  like  that  implicit  in  the  FY  1996  House-passed  bill 
would  drop  the  programs  below  the  critical  mass  necessary  to  promote  improvement  in 
delivery  systems  for  the  most  vulnerable  populations.  Understanding  the  need  for  savings, 
NAMI  suggests  a  funding  level  consistent  with  preserving  a  very  useful  national  resource 
for  saving  the  public  sector  time  and  public  dollars  in  updating  services  to  needy  citizens. 

Balance  of  resources  within  SAMHSA:  NAMI  believes  that  a  consolidated  CMHS 
demonstration  authority  can  work  profitably  for  the  development  and  dissemination  of 
knowledge  about  service  systems  of  treatments  and  supports  that  work  for  persons  with 
severe  and  persistent  mental  Illness.  As  new  medications  continue  to  be  approved  for 
public  use,  support  systems  may  require  modification.  At  the  SAMHSA  level,  NAMI 
believes  that  the  imbalance  between  Mental  Illness  and  Addictive  Disorders  must  be 
redressed.  Dual  diagnoses  are  so  prevalent  in  the  populations  treated  by  both  service 
systems  that  much  more  should  be  invested  from  the  Substance  Abuse  side  to  learn  about 
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models  that  work  in  addressing  both  diagnoses.  Most  if  not  all  support  for  such 
demonstrations  now  comes  from  the  Mental  Illness  side — which  has  historically  had  only 
10  percent  of  the  total  demonstration  authority  dollars. 

State  Mental  Health  Planning  Councils/Family  &  Consumer  participation:  NAMI  is 
concerned  that  appropriations  levels  maintain  the  important  positions  of  families  and 
consumers  on  State  Mental  Health  Planing  Councils.  These  councils  play  a  pivotal  role  in 
developing  comprehensive  state  mental  health  plans,  in  reviewing  implementation  and 
compliance  with  these  plans,  in  advising  States  as  to  how  best  to  serve  adults  and  children 
with  severe  mental  illnesses,  and  in  commenting  independently  to  the  Secretary  of  HHS  on 
the  states"  submissions  for  block  grant  funding. 

Project  for  Assistance  in  Transition  from  Homelessness  (PATH):  NAMI  is  exceedingly 
concerned  that  funding  for  PATH  be  distinct.  Otherwise,  the  only  Federal  program  with 
proven  effectiveness  in  providing  comprehensive  services  for  individuals  who  are  homeless 
and  severely  mentally  ill,  a  population  which  is  extremely  vulnerable  and  difficult  to  serve, 
could  be  eliminated.  Senator  Kassebaum's  Committee-reported  reauthorization  of 
SAMHSA  reauthorizes  PATH  at  the  level  of  $29  million.  States  are  required  to  match 
every  $3.00  of  Federal  assistance  received  with  $1.00  State  funds  (cash  or  in-kind).  In  fact. 
States  have  far  exceeded  the  minimal  matching  requirement,  providing,  on  the  average,  in 
excess  of  $3.00  for  every  $3.00  in  Federal  PATH  funds. 

PATH  was  authorized  in  1990  as  a  program  targeted  to  link  comprehensive,  community- 
based  services  with  housing  for  individuals  who  are  homeless  and  severely  mentally  ill, 
including  those  people  who  suffer  from  co-occurring  severe  mental  illness  and  substance 
abuse  disorders.  Over  127,000  individuals  received  services  supported  by  PATH  (FY  1994) 
such  as  outreach,  case  management,  screening  and  diagnosis,  treatment,,  rehabilitative 
services,  and  referral  services— for  other  medical  treatment,  housing,  and  employment  & 
training — which  are  vitally  important  for  addressing  the  needs  of  the  target  population. 
PATH  is  regarded  as  an  effective  program  in  addressing  the  multiple  needs  of  people  who 
are  homeless  and  severely  mentally  ill. 

Block  grant  must  allow  for  family  and  consumer  activities:  NAMI  believes  that  family  and 
consumer  outreach  and  education  are  a  very  legitimate  and  necessary  use  for  funds  made 
available  to  states  through  this  appropriation.  In  a  changing  health  environment,  the 
importance  of  consumers  and  families  as  monitors  of  adequacy  and  quality  of  treatment 
assumes  even  greater  significance.  The  growth  of  family  education  and  peer  support  over 
the  last  decade  has  undoubtedly  made  a  significant  contribution  to  the  reduction  of 
inappropriate  hospitalization,  with  substantial  attendant  cost  savings.  Given  the 
insufficiencies  at  the  community  level  of  housing  and  rehabilitation  services,  the  role  of 
family  as  caregiver  should  be  strongly  supported  by  the  Mental  Health  block  grant. 

There  must  continue  to  be  federal  support  available  to  assist  consumers  and  families  to 
fulfill  this  important  role.  An  amount  no  less  than  $2  million  should  be  available  under  the 
block  grant  for  family  and  consumer  outreach  and  education. 


STATEMENT  OF  DENNIS  DOWDELL,  JR.,  ON  BEHALF  OF  THE 
ALZHEIMER'S  ASSOCIATION 

Mr.  Chairman  and  members  of  the  Subcommittee- 

My  name  is  Dennis  Dowdell,  Jr.,  and  I  am  here  on  behalf  of  the  Alzheimer's 
Association.  I  am  a  member  of  the  National  Board  of  Directors  of  the  Association, 
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and  in  my  other  life  I  am  Vice  President  for  Human  Resources  at  the  Henry  Ford 
Health  System  in  Detroit. 

By  way  of  background,  the  Alzheimer's  Association  is  the  only  national 
voluntary  health  organization  dedicated  to  research  to  find  effective  treatments  and, 
eventually,  a  cure  for  Alzheimer's  disease.  The  Association  also  offers  support  to 
the  four  million  Americans  and  their  families  whose  lives  are  being  destroyed  by  this 
illness.  Much  of  that  task  is  carried  out  through  a  network  of  more  than  200  local 
chapters.  2,000  family  support  groups,  and  35,000  volunteers. 

Before  I  go  on.  Mr.  Chairman,  I  want  to  extend  my  gratitude  to  you  and  your 
colleagues  for  having  fought  so  hard  to  increase  research  funding  last  year.  As  a 
result  of  your  efforts,  the  federal  investment  in  Alzheimer's  disease  research  will 
grow  to  over  $320  million. 

Those  resources,  coupled  with  private  funds  we  expect  to  raise  through  the 
Ronald  and  Nancy  Reagan  Research  Institute,  will  help  push  back  the  frontiers  of 
medical  knowledge  about  this  disease  and  lead  to  desperately  needed  treatments. 

In  a  time  of  tight  budgets,  I  know  it  can  be  tempting  to  write-off  investments 
that  may  not  pay  off  for  years.  Some  might  argue  that  as  a  nation  we  cannot  afford 
to  invest  in  medical  research.  I  would  argue  we  cannot  afford  to  do  otherwise. 

The  toll  Alzheimer's  disease  takes  in  human  life  and  suffering  is 
immeasurable.  The  physical  and  emotional  strain  on  families  and  loved  ones  is 
enormous.  I  know  because  my  mother  and  three  of  her  sisters  all  died  of  Alzheimer's 
disease. 

Quantifying  the  physical  and  emotional  pain  of  Alzheimer's  disease  may  be 
elusive.  But  we  do  know  that  this  is  the  most  expensive  uninsured  illness  threatening 
Americans  today.  It  drains  our  wealth— to  the  tune  of  more  than  $100  billion 
annually.  And  even  if  the  number  of  victims  were  to  remain  constant,  this  disease 
would  cost  society  $1.75  trillion  over  the  next  several  years. 

But  the  numbers  will  not  remain  constant,  and  this  disease  will  not  age  itself 
away.  On  the  contrary,  as  the  baby  boom  generation  shoulders  its  way  into  old  age, 
the  number  of  people  affected  will  more  than  triple,  from  4  million  today  to  over  14 
million  within  the  next  few  decades.  That  means  more  precious  human  resources 
will  be  wasted,  our  institutions  will  be  strained  even  further,  and  health  care  costs 
will  continue  to  rise  exponentially. 

On  the  other  hand,  if  we  find  a  way  to  delay  the  onset  of  Alzheimer's  disease 
by  as  little  as  five  years,  the  number  of  people  with  the  disease  would  be  cut  in  half 
and  this  country  would  save  more  than  $50  billion  annually. 

Because  of  this  Subcommittee's  leadership,  we  may  be  able  to  achieve  that 
kind  of  progress. 

Two  years  ago,  researchers  supported  by  the  National  Institutes  on  Health 
found  a  gene,  called  ApoE,  that  may  prove  to  be  a  valuable—and  inexpensive— tool  in 
diagnosing  Alzheimer's  disease.  Last  summer,  scientists  discovered  a  new  gene  on 
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chromosome  14,  which  may  be  involved  in  triggering  early-onset  Alzheimer's 
disease. 

But  even  as  scientists  search  for  more  clues,  new  treatments  like  estrogen  and 
prednisone  are  being  tested  for  their  effects  on  brain  function  and  possible  risk 
factors. 

Mr.  Chairman,  there  is  perhaps  no  other  field  of  medical  research  more 
exciting  or  more  dynamic  than  this.  Advances  in  understanding  Alzheimer's  disease 
that  were  once  thought  to  be  decades  away  are  occurring  almost  every  month. 

As  recently  as  last  week,  scientists  reported  on  a  study  of  more  than  90  nuns, 
which  indicates  a  strong  relationship  between  poor  linguistic  skills  in  early  life  and 
Alzheimer's  disease  in  late  life.  This  is  strong  evidence  that  the  deterioration  caused 
by  Alzheimer's  disease  may  be  a  lifelong  process.  It  also  means  that  if  we  can  detect 
those  at  risk  much  earlier,  then  any  treatments  that  are  developed  can  be  applied 
before  any  significant  damage  has  taken  place  in  the  brain. 

We  now  have  genetic  information  on  about  90  percent  of  the  cases  of 
Alzheimer's  disease.  The  importance  of  this  is  not  that  we  might  determine  who  will 
get  the  disease.  What  is  important  is  that  each  advance  allows  us  to  better 
understand  the  disease  and  why  people  get  it.  And  out  of  that  will  flow  effective 
treatments,  ways  to  slow  its  progress,  and,  one  day,  a  cure. 

The  strides  we  have  made  thus  far  are  the  fruits  of  research  this 
Subcommittee  funded.  And  whatever  progress  we  make  in  the  future  will  depend  on 
the  investments  you  continue  to  make  towards  Alzheimer's  disease  research. 

While  scientists  continue  to  search  for  clues,  we  must  not  overlook  the  needs 
of  patients  and  families. 

To  that  end,  this  subcommittee  has  supported  the  Alzheimer  Demonstration 
Grant  program,  which  provides  small  matching  grants  to  allow  States  to  decide  how 
best  to  coordinate  services  to  persons  with  Alzheimer's  disease. 

Recommendations 

Mr.  Chairman,  scientists  tell  us  that  a  commitment  of  $500  million  would 
support  high  quality  research  on  Alzheimer's  disease.  We  urge  you  to  join  us  in 
setting  that  as  a  funding  goal.  As  a  down-payment  toward  that  goal,  we  recommend 
that  $350  million  be  targeted  for  research  on  Alzheimer's  disease. 

We  also  urge  you  to  continue  the  $4  million  appropriation  for  the 
Alzheimer's  demonstration  grant  program  administered  by  the  Health  Resources  and 
Services  Administration.  Though  modest  in  size,  this  program  has  already  helped 
some  States  establish  well-coordinated  service  networks  for  Alzheimer's  disease 
victims. 

Mr.  Chairman,  families  like  mine  know  we  are  living  with  the  threat  of 
Alzheimer's  disease  in  our  future.  We  sincerely  appreciate  anything  you  can  do  to 
give  us  hope. 
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STATEMENT  OF  HENRY  A.  FERNANDEZ,  J.D.,  PRESIDENT  AND 
CHIEF  EXECUTIVE  OFFICER,  THE  ASSOCIATION  OF  UNIVER- 
SITY PROGRAMS  IN  HEALTH  ADMINISTRATION 

Mr.  Chairman  and  Members  of  the  Subcommittee  on  Labor  -  Health  and 
Human  Services  -  Education  Appropriations,  my  name  is  Henry  Fernandez  and  I  am 
the  President  and  Chief  Executive  Officer  of  the  Association  of  University  Programs 
in  Health  Administration  (AUPHA).  Thank  you  for  the  opportunity  to  present  to  you 
my  testimony  sharing  the  interests  and  concerns  of  health  management  educators. 

AUPHA  was  estabhshed  in  1948  and  we  represent  nationally  every 
accredited  graduate  and  many  undergraduate  programs  that  educate  and  train  both 
new  practitioners  and  the  evolving  leadership  in  the  health  care  delivery  system.  We 
promote  the  latest,  cutting  edge  practice  in  the  diverse  and  evolving  field  of  health 
administration  and  management.  Our  membership  also  includes  nearly  200  affiliate 
members  that  are  primarily  health  care  institutions  committed  to  the 
professional ization  of  the  field  of  health  administration.  We  also  boast  the  support  of 
nearly  1 20  international  programs  located  in  50  foreign  countries  which  view  our 
programs  as  world  class  and  leaders  in  the  profession.  Indeed,  when  other  countries 
want  to  learn  how  to  operate  health  care  facilities,  systems  and  networks,  they  look 
to  us  to  give  them  the  answers. 

Our  programs  ~  such  as  those  at  the  University  of  Pennsylvania  and  Temple 
University  in  Philadelphia,  and  at  the  University  of  Iowa,  just  to  pick  a  few  -  are 
international  leaders  in  health  management  education.  Graduates  of  AUPHA- 
member  institutions  are  found  at  every  level  of  our  health  care  system.  They 
administer  some  of  our  nation's  largest,  most  complex  —  and  most  successfijl  — 
health  care  institutions.  Just  as  important,  however,  is  the  critical  role  our  graduates 
play  throughout  the  system  in  smaller  rural  hospitals  and  clinics.  Indeed,  our 
graduates"  expertise  has  been  appreciated  throughout  the  industry,  and  in  state  and 
local  governments  as  well. 

Despite  their  critical  importance  to  the  effectiveness  and  efficiency  of  the 
health  care  delivery  system,  health  administration  education  programs  receive  a 
modest  amount  of  support  under  Title  VII  of  the  Public  Health  Service  Act.  The 
current  appropriation  is  just  under  $1.0  million  and  we  hope  it  will  remain  at  least  at 
that  level  through  the  rest  of  this  fiscal  year.  These  funds  support  traineeships  at  36 
institutions  around  the  country.  In  addition,  the  ftinds  are  used  for  special  projects 
related  to  health  administration.  In  the  most  recent  fiscal  year  for  which  complete 
information  is  available,  22  such  projects  were  approved  for  these  grants,  although 
only  13  were  actually  funded  due  to  a  shortage  of  money. 

As  you  know.  Title  VII  was  due  to  be  reauthorized  last  year.  Legislation  is 
out  of  committee  here  in  the  Senate  where  it  is  currently  delayed  by  amendments  that 
are  unrelated  to  the  substance  of  the  program.  We  are  also  working  closely  with  the 
House  Commerce  Committee  in  the  hope  that  it,  too,  will  be  able  to  produce  a  bill 
this  year.  While  AUPHA  programs  receive  very  modest  levels  of  support  under  Title 
VII.  we  are  strongly  supportive  of  its  reauthorization.  We  believe  that  this 
committee,  as  well  as  the  authorizing  committee,  should  give  very  carefiil 
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consideration  to  the  future  role  of  health  management  educators  and  our  graduates  in 
the  future  workings  of  our  complex  health  care  system. 

Mr.  Chairman,  as  you  well  know,  the  federal  government  spends  scores  of 
billions  of  taxpayers'  dollars  on  direct  health  care  services  through  Medicare, 
Medicaid.  CHAMPUS,  the  Veterans  Health  Administration,  the  Federal  Employees 
Health  Benefits  Program  and  others.  It  is  axiomatic  that  effective  management  of  the 
health  care  delivery  system  will  save  the  federal  government  substantia!  sums  of 
money.  But,  it  is  critical  to  realize  that  sound  management  will  also  save 
individuals,  employers,  private  insurers  and  the  state  governments  and  their 
taxpayers  even  more  money. 

If  we  believe  that  our  health  care  delivery  system  contains  inefficiencies, 
mismanagement  and  waste,  then  it  is  incumbent  upon  each  one  of  us  to  step  up  to  the 
plate  and  do  something  about  it. 

This  Committee  took  a  significant  step  in  that  direction  last  year,  Mr. 
Chairman,  when  it  added  language  to  the  Health  Care  Financing  Administration 
portion  of  the  Committee  Report  directing  HCFA  to  review  the  training  requirements 
for  health  administrators  and  report  back  to  the  Committee  on  what  changes,  if  any, 
it  would  recommend  in  that  training.  We  congratulate  the  subcommittee  for  its 
foresight  and  thank  you,  Mr.  Chairman,  for  your  leadership  on  this  issue.  Like  you, 
we  are  looking  forward  to  reviewing  what  HCFA  recommends  to  improve  the 
system. 

AUPHA  and  our  member  programs  represent  part  of  a  solid,  practical 
investment  in  a  cost  effective  health  care  system.  Although  the  rate  of  increase  in 
health  care  costs  has  declined  in  the  last  two  years,  those  costs  continue  to  drain  our 
economy  of  funds  that  could  be  better  used  by  companies  and  individuals  for 
productive  investment.  Our  students  and  graduates,  an  increasing  number  of  whom 
come  with  substantia!  clinical  experience,  are  trained  to  run  all  elements  of  the  health 
care  system:  hospitals,  long-term  care  facilities,  health  maintenance  organizations, 
rural  and  community  health  clinics,  and  other  facilities. 

Dr.  Eugene  S.  Schneller  of  Arizona  State  University,  in  a  soon-to-be 
published  paper  entitled  "Accountability  for  Health  Care:  A  White  Paper  on 
Leadership  and  Management  for  the  Health  Care  System  for  the  United  States"  notes 
that  "(a)  standard  of  excellence  in  management  must  be  achieved  for  managers  who 
are  responsible  for  discrete  operational  units  (e.g.,  departments  within  hospitals  to 
group  practices,  and  home  health  care  agencies  within  the  health  care  system);  and 
those  who  manage  complex  parts  of  vertically  integrated  systems  (hospitals  and  long 
term  care  facilities);  and  those  who  are  charged  with  managing  at  the  upper  levels  of 
integrated  delivery  systems  or  networks." 

Dr.  Schneller  continues,  "While  the  number  of  individuals  trained  for  such 
roles  remains  uncertain,  the  migration  of  a  wide  range  of  discrete  organizations  into 
network  and  systems  in  the  public  and  private  sector  means  that  as  many  as  2,000 
such  managers  will  be  needed  in  the  near  future"(pages  4-5).  That  is  the  level  of 
need  that  we  must  address. 
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Strong  administration  and  management  of  health  care  facilities  and  systems  is 
particularly  important  in  those  areas  where  every  dollar  counts:  our  rural  and  inner 
city  facilities.  Doctors,  nurses,  and  all  other  health  care  workers  can  be  most 
effective  when  the  environment  in  which  they  are  working  is  well  run,  operated 
efficiently  with  minimal  waste  or  interference  from  poor  management.  Effective  and 
efficient  management  is  what  our  graduates  offer  and  what  the  subcommittee  can 
help  to  sustain  by  funding  Title  VII  programs  in  the  Health  Resources  and  Services 
Administration. 

Before  concluding,  Mr.  Chairman,  I  would  be  remiss  if  I  did  not  add  a  few 
words  about  the  fiscal  1996  appropropriations  which  we  all  hope  will  be  finally 
resolved  in  the  next  several  weeks.  The  subcommittee  is  to  be  congratulated,  of 
course,  for  its  persistence  in  trying  to  bring  this  issue  to  some  finality.  Those  of  us 
with  an  interest  in  health  care  were  pleased  to  see  both  the  National  Institutes  of 
Health  and  the  Centers  for  Disease  Control  and  Prevention  funded  for  the  entire  year. 
That  is  good  news  for  all  Americans  and  you  are  to  be  congratulated. 

Those  two  agencies,  Mr.  Chairman,  represent  two  legs  —  research  and 
prevention  —  of  a  three-legged  stool.  The  third  leg  is  the  provision  of  services  to 
implement  the  research  and  prevention,  and  that  occurs  through  the  Health  Resources 
and  Services  Administration  (HRSA).  I  know  the  subcommittee  and  its  staff  have 
been  working  hard  on  this,  Mr.  Chairman,  and  I  urge  you  to  see  that,  no  matter  what 
happens  in  the  bigger  picture,  that  HRSA  receives  its  full  year  allocation  for  fiscal 
1996. 

Mr.  Chairman,  your  past  support  as  well  as  that  of  the  entire  subcommittee 
concerning  the  Committee  Report  language  that  I  discussed  earlier,  is  greatly 
appreciated  throughout  the  health  management  education  community.  We  look 
forward  to  continuing  to  work  closely  with  the  Committee  in  the  months  ahead  to 
build  upon  the  successes  of  the  past. 

Thank  you  for  this  opportunity  to  provide  you  with  this  material,  Mr. 
Chairman.  AUPHA  and  our  member  colleges  and  universities  stand  ready  to  assist 
you  in  any  way  possible.  Thank  you. 


STATEMENT  OF  VICKI  AND  FRED  MODELL,  THE  JEFFREY 
MODELL  FOUNDATION,  INC. 

Chairman  Specter,  Members  of  the  Subcommittee,  ladies  and  gentleman, 
thank  you  for  the  opportunity  to  present  this  testimony  to  your  subcommittee.  My 
name  is  Vicki  Modell,  and  together  with  my  husband  Fred,  we  have  written  this 
testimony  to  bring  you  a  story  of  great  pain,  but  also  a  story  of  great  hope. 

Fred  and  I  were  blessed  with  the  birth  of  our  first  child,  Jeffrey,  in  1970.  He 
was  a  beautiful  baby  and,  like  so  many  parents,  we  were  thrilled  beyond  words  to 
have  him.  Although  he  only  lived  for  15  years,  his  short  life  changed  our  lives 
forever  and  inspired  us  to  try  to  change  many  more  lives,  as  well. 
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Primary  Immune  Deficiency 

Before  his  first  birthday,  Jeffrey  suffered  a  baffling,  hepatitis-like  condition. 
He  was  hospitalized  and  diagnosed  with  a  disease  that  we  had  never  heard  of  at  the 
time  --  and  you  may  not  know  either.  Jeffrey  had  Primary  Immune  Deficiency. 

Primary  Immune  Deficiency  is  a  collective  term  for  more  than  seventy 
diseases.  The  names  of  the  individual  diseases  are  strange  and  unfamiliar  to  most 
people:  "Selective  IgA  Deficiency,"  "X-linked  aggamaglobulinemia,"  "or  "Chronic 
Granulomatous  Disease."  These  diseases  can  be  mild,  debilitating,  or  even  fatal. 
They  range  in  severity  from  Chronic  Sinusitis  to  SCIDS  (Severe  Combined  Immune 
Deficiency  Syndrome),  which  many  of  you  may  know  as  the  "Bubble  Boy  Disease." 
But  there  is  a  common  thread  that  runs  through  all  of  these  diseases:  They  are  all 
caused  by  inherited  defects  in  the  body's  natural  immune  system.  They  disable  the 
body's  natural  defenses,  either  partially  or  completely,  leaving  the  patient  susceptible 
to  bacteria,  parasites,  toxins  and  many  kinds  of  malignant  cells. 

It  is  important  that  you  understand  that,  taken  together,  the  Primary  Immune 
Deficiencies  are  not  "rare"  or  "orphan"  diseases.  The  simple  fact  is  that  there  are 
500.000  diagnosed  cases  of  Primary  Immune  Deficiency  in  the  United  States  today, 
and  researchers  believe  that  there  may  be  as  many  as  500,000  more  that  are 
undiagnosed.  Most  of  those  afflicted  are  children,  of  course,  because  many  of  those 
afflicted  do  not  reach  adulthood.  You  may  be  surprised  to  learn  that  these  diseases 
affect  more  youngsters  than  childhood  leukemia  and  lymphoma  combinpd,  but  most 
doctors  will  tell  you  that  the  medical  community  knows  far  too  little  about  this 
condition  which  has  an  estimated  financial  impact  of  at  least  $10  billion  per  year. 

Children  who  are  continually  presenting  at  the  doctor's  office  with  chronic, 
recurring  infections  that  cannot  be  managed  with  an  ordinary  course  .of  antibiotics 
may  have  an  underlying  genetically-based  immune  deficiency.  Unfortunately, 
physicians  often  fail  to  diagnose  the  causes  of  the  recurring  illnesses,  instead  trying 
to  treat  only  the  overt  symptoms.  Ironically,  simple  blood  screenings  can  often  lead 
to  prompt  and  accurate  diagnoses,  timely  intervention,  and  meaningfiil  treatment, 
thus  reducing  a  patient's  risk  of  continuing  infections,  permanent  damage,  and 
continual  suffering. 

Whenever  I  speak  of  immune  deficiency,  it  is  inevitable  that  someone  will 
ask  if  this  disease  is  related  to  AIDS.  While  it  is  true  that  both  conditions  involve  a 
severely  compromised  immune  system,  that  is  where  the  similarity  ends.  Acquired 
Immune  Deficiency  Syndrome,  or  AIDS,  is  viral  in  nature,  and  results  from  the 
patient  acquiring  the  HIV  virus.  Primary  Immune  Deficiency  is  inherited  -  it  is 
genetic.  You  do  not  catch  and,  to  this  point,  you  cannot  change  it. 

While  the  public  focus  on  AIDS  has  made  many  people  rightftilly  aware  of 
the  critical  importance  of  a  properly  functioning  immune  system,  it  is  indeed  a  cruel 
irony  that  if  your  immune  deficiency  is  inherited,  you  are  far  more  likely  to  be 
undiagnosed,  misdiagnosed  and  untreated,  in  spite  of  its  prevalence.  Even  if  a 
miracle  happened  this  afternoon  and  scientists  announced  that  AIDS  was  conquered, 
the  children  with  Primary  Immune  Deficiency  would  still  suffer  from  this  insidious 
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and  chronic  disease,  all  alone,  and  as  desperate  as  ever.   I'heir  families  would 
continue  to  suffer  with  them  the  formidable  emotional,  psychological  and  financial 
hardships  inevitably  resulting  from  the  disease.  Primary  Immune  Deficiency,  in 
spite  of  its  innocent  and  defenseless  victims,  remains  the  "other"  immune  deficiency. 

The  Jeffrey  Modell  Foundation 

Before  we  lost  Jeffrey  to  this  terrible  disease,  he  asked  that  we  "do 
something"  about  it.  We  pledged  to  him  that  we  would  and,  nine  years  ago,  Fred  and 
I  established  the  Jeffrey  Modell  Foundation. 

The  Jeffrey  Modell  Foundation's  mission  is  to  promote  research,  educate 
physicians  and  patients,  provide  family  support,  and  increase  national  awareness 
(one  of  the  reasons  we  are  presenting  this  testimony  to  the  subcommittee). 
Misunderstanding  this  disorder  leads  to  confusion  and  anxiety,  leaving  families 
feeling  isolated,  helpless  and  hopeless.  We  quickly  learned  that  there  was  an 
enormous  need  in  this  country  for  an  organization  like  ours,  and  in  a  very  short  time, 
there  was  a  literal  groundswell  of  grassroots  support  and  an  express  call  for  more 
information  and  direction. 

I  would  like  to  take  a  couple  of  moments  to  tell  you  about  some  of  the 
services  that  we  provide  to  patients  and  their  families  and  then  to  discuss  with  you 
the  exciting  projects  we  have  developed  jointly  with  the  National  Institutes  of  Health 
and  how  you  are  in  a  position  to  help  the  young  victims  of  this  relentless  disease. 

Services  to  Patients 

The  Jeffrey  Model!  Foundation  operates  a  24  hour  a  day,  seven  day  a  week, 
800  hotline  number,  where  parents  from  anywhere  in  the  country  can  call  and  receive 
information  about  Primary  Immune  Deficiency.  Through  the  Hotline  and  other 
public  education  efforts,  we  disseminate  educational  and  informative  materials.  We 
are  currently  approaching  10,000  families  that  have  been  helped  by  the  Hotline. 
Physicians  and  other  health  professionals  can  receive  detailed  scientific  information 
about  the  disease,  and  the  Hotline  can  refer  patients  to  a  leading  immunologist  at  one 
of  the  32  major  medical  centers  across  the  country  that  are  now  linked  to  the  Jeffrey 
Modell  Foundation. 

We  have  encouraged  and  assisted  in  the  development  of  local  support  groups 
which  bring  families  together  to  share  common  concerns  and  experiences,  so  they 
can  help  themselves.  We  have  pioneered  a  number  of  activities  such  as  K.I.D.'s 
Days.  K.I.D.'s,  in  this  case,  stands  for  "Kids  with  Immune  Deficiencies."  These 
events  are  designed  so  that  immune  deficient  children  can  get  to  know  one  another 
and  have  fun  in  a  relaxed  and  friendly  setting.  K.I.D.'s  Days  are  picnics,  recreational 
activities,  carnivals,  professional  sports  outings,  and  much  more.  These  highly 
spirited  events  have  been  held,  literally  from  San  Francisco  to  New  York  and  from 
Dallas  to  Minneapolis. 

The  Foundation  has  also  sponsored  many  physician  symposia  in  this  country 
and  abroad,  bringing  together  some  of  the  leading  immunologists  to  speak  about 
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Primary  Immune  Deficiency  with  local  primary  care  physicians.  We  have  worked 
with  outstanding  organizations,  such  as  the  American  Red  Cross,  in  developing  tools 
such  as  a  poster  listing  the  "Ten  Warning  Signs  of  Primary  Immune  Deficiency." 
This  poster  was  distributed  to  pediatricians,  day  care  centers  and  school  nurses 
throughout  America. 

We  are  also  extremely  proud  that  we  have  established  the  only  laboratory  in 
the  country  dedicated  solely  to  Primary  Immune  Deficiency  research  at  the  Mount 
Sinai  Medical  Center  in  New  York  City. 

I  laving  accomplished  so  much  in  so  short  a  time,  it  sometimes  seems 
tempting  to  sit  back  and  feel  that  we  have  answered  our  son's  wish  that  we  "do 
something"  about  this  disease  that  robbed  him  of  so  much,  including  his  life.  But  we 
will  not  have  truly  "done  something"  until  this  disease  is  known,  manageable, 
treatable,  curable  and  preventable.  And  that  brings  us  to  the  federal  government  and, 
specifically,  to  the  National  Institutes  of  Health. 

National  Institutes  of  Health 

Let  me  first  make  clear  that  we  are  not  here  looking  for  a  hand  out.  We  are 
not  here  to  demand  that  you  solve  this  mystery.  Rather,  we  are  here  to  tell  you  about 
what  we  are  doing  collectively  with  the  NIH  to  solve  this  mystery.  We  are  here  to 
tell  you  how,  working  together,  we  can  bring  an  end  to  a  devastating  disease  that,  on 
average,  affects  at  least  1000  to  2000  families  in  each  of  your  congressional  districts. 

The  .Jeffrey  Modell  Foundation  has  entered  in  two  collaborative  agreements 
that  I  would  like  to  tell  you  about  today  that  will  result  in  $5.0  million  of  research 
into  Primary  Immune  Deficiency.  And  so  that  there  is  no  misunderstanding  about  it, 
let  me  clear.  The  Jeffrey  Modell  Foundation  is  a  participant  financially,  providing 
our  contribution  from  funds  we  have  raised  privately. 

The  National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  is  jointly 
sponsoring  a  collaborative  effort  with  us  that  will  award  $500,000  per  year  for  five 
years  for  gene-transfer  research  grants  to  investigators  to  isolate  and  characterize  the 
defective  genes  that  cause  these  diseases,  as  well  as  to  develop  techniques  to  correct 
the  defects.  The  availability  of  the  funds  has  been  announced  in  the  Federal  Register 
and  the  peer  review  process  is  proceding.  The  research  will  be  overseen  by  NIAID's 
Division  of  Allergy,  Immunology  and  Transplantation,  under  the  very  able 
leadership  of  Dr.  Robert  A.  Goldstein.  Both  he  and  NIAID  Director,  Dr.  Anthony 
Fauci,  have  been  extraordinarily  cooperative  in  the  planning  and  development  of  this 
effort. 

Our  second  major  research  collaboration  involves  the  National  Institute  of 
Child  Health  and  Human  Development  (NICHD).  This  effort  also  involves  spending 
$2.5  million  over  five  years  to  study  the  development  and  genetic  defects  of 
immunity.  The  research  will  focus  on  elucidating  the  molecular,  biological  and 
genetic  mechanism  that  leads  to  the  development  of  these  primary  immune 
deficiencies.  This  partnership  developed  after  a  recent  workshop  on  Primary 
Immune  Deficiencies  that  the  Jeffrey  Modell  Foundation  sponsored  jointly  with 
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NICI  in  thai  revealed  important  gaps  in  the  science  and  exciting  opportunities  for 
research.  Director  Duane  Alexander  has  been  fully  involved  in  the  development  of 
this  joint  collaboration. 

In  addition  to  these  major  efforts,  we  have  also  supported  intramural  research 
for  three  years  in  the  laboratory  of  Dr.  Michael  Blaese,  the  Chief  of  the  Clinical  Gene 
Therapy  Branch  at  the  National  Center  for  Human  Genome  Research  (NCHGR).  Dr. 
Blaese's  report  last  year  indicating  a  possibility  of  success  in  reversing  a  genetic 
disease  involved  a  patient  with  ADA  Deficiency,  which  is  one  of  the  70  immune 
deficiencies  I  mentioned  at  the  beginning  of  my  remarks.  Both  he  and  Dr.  Francis 
Collins,  the  Director  of  NCIIGR,  have  been  exceptionally  supportive  of  our  work,  as 
we  have  been  of  theirs. 

As  you  know,  Mr.  Chairman,  the  key  to  resolving  these  critical  health  issues 
is  to  have  the  research  dollars  and  resources  supporting  this  effort.  Your  support, 
and  this  subcommittee's  support,  for  the  National  Institutes  of  Health  in  FY96  helped 
to  make  it  possible  for  them  to  enter  into  collaborative  agreements  with  us.  Now  as 
we  look  at  the  FY97  budget  that  the  President  will  be  sending  you  in  a  few  weeks, 
we  believe  that  it  is  time  to  recommit  ourselves  to  this  most  critical  ~  irreplacable  — 
aspect  of  federal  government  spending. 

The  .leffrey  Modell  Foundation  has  clearly  stepped  up  to  the  plate  in 
addressing  one  of  the  major  unaddressed  health  research  issues  in  the  world  today. 
Working  in  partnership  with  the  National  Institutes  of  Health,  we  have  established  a 
substantial  and  credible  public/private  partnership,  one  that  can  serve  as' a  model,  for 
other  groups  and  other  afflictions.  Perhaps  our  model  can  be  strengthened  and 
improved:  surely  there  are  far  better  minds  than  ours  out  there  concerned  about  a 
disease,  a  disorder,  an  affliction  that  devastates  families. 

We  believe  that  our  nonprofit  foundation  has  played  a  significant  role  and 
that  we  have  more  to  do.  We  also  believe  that  the  National  Institutes  of  Health  is  a 
resource  of  unmeasurable  value.  And,  of  course,  Mr.  Chairman,  there  is  a  third  leg  to 
that  stool  and  that  leg  is  the  Congress  of  the  United  States,  as  represented  by  this 
subcommittee. 

Mr.  Chairman,  your  unflinching  support  for  biomedical  research  is  well 
known  and  very  much  appreciated.  This  subcommittee  has  historically  been  a 
repository  of  good  will  and  support  for  the  National  Institutes  of  Health.  We  are,  of 
course,  asking  that  this  continue  as  you  consider  the  FY97  budget. 

Conclusion 

Mr.  Chairman,  I  would  like  to  close  with  a  quotation  from  a  great  American 
who  may  be  familiar  to  you.  His  name  was  Daniel  Burnham  and  we  was  the 
developer  who  redesigned  the  city  of  Chicago  after  it  was  leveled  by  the  great  fire  of 
1871.  Daniel  Burnham  said: 

Make  no  small  plans.  They  have  no  magic  to  move  men's  souls,  and 
probably  themselves  will  not  be  realized.  Make  big  plans.  Aim  high  in  hope 
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and  work,  remembering  thai  a  noble,  logical  diagram  once  recorded  will 
never  die,  but  long  after  we  are  gone,  will  be  a  living  thing  in  itself,  with 
ever-growing  insistency.  Remember  that  our  sons  and  daughters  are  going  to 
do  things  that  would  stagger  us. 

Mr.  Chairman,  with  your  help  and  that  of  the  many  dedicated  scientists  who 
are  researching  Primary  Immune  Deficiency,  my  son  Jeffrey,  through  the  example  of 
his  all-too-short  life,  will  be  able  to  accomplish  something  that  will  stagger  all  of  us. 


STATEMENT  OF  DR.  JOSEPH  A.  BUCKWALTER,  CHAIRMAN, 
COUNCIL  ON  RESEARCH  AND  SCIENTIFIC  AFFAIRS,  THE 
AMERICAN  ACADEMY  OF  ORTHOPAEDIC  SURGEONS 

Mr.  Chairman  and  Members  of  the  Committee  - 

I  am  Joseph  Buckwalter,  M.D.,  Professor  of  Orthopaedic  Surgery, 
University  of  Iowa,  and  Chairman  of  the  Council  on  Research  and  Scientific 
Affairs  of  the  American  Academy  of  Orthopaedic  Surgeons. 

On  behalf  of  the  16,000  members  of  the  Academy,  I  appreciate  this 
opportunity  to  present  our  position  on  the  need  for  continued  and  expanded 
funding  for  research  at  the  National  Institutes  of  Health  in  fiscal  year  1997,  and  in 
particular  musculoskeletal  research  conducted  at  the  National  Institutes  of  Arthritis 
and  Musculoskeletal  and  Skin  Diseases. 

Diseases  and  disorders  of  the  musculoskeletal  system  continue  to  affect 
millions  of  Americans  of  all  ages,  exacting  a  tremendous  toll  on  their  health  and  on 
the  economy  of  this  country.  These  diseases  are  acute,  chronic,  and  disabling,  and 
include  such  conditions  as  traumatic  injuries  to  the  bones,  tendons,  muscles  and 
joints;  bone  tumors;  osteoarthritis;  congenital  disorders  such  as  club  foot  and  spina 
bifida;  and  inherited  conditions  such  as  osteogenesis  imperfecta. 

Though  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin 
Diseases  continues  to  make  remarkable  advances  in  research,  the  causes  and  cures 
of  many  musculoskeletal  diseases  remain  unknown  or  are  poorly  understood. 
Without  support  for  musculoskeletal  research,  new  and  effective  treatments  will 
not  be  pursued.  And  our  society  will  continue  to  suffer  from  debilitating 
musculoskeletal  diseases  and  will  continue  to  spend  billions  of  dollars  on  their 
care.  For  example: 

Trauma  and  Sports  Related  Injuries 

The  NIH  Task  Force  on  Trauma  stated  in  its  1994  report  that  "Injury  is  the 
leading  cause  of  death  for  Americans  under  the  age  of  45.  It  is  also  the  most 
expensive  health  care  problem  in  the  United  States,  costing  the  Nation  almost  $1.5 
trillion  per  year  in  damage,  death,  disability,  and  loss  of  productivity." 
Musculoskeletal  trauma  is  by  far  the  most  common  type  of  injury  requiring 
treatment. 
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Trauma  and  sports-related  injuries  to  the  musculoskeletal  system  include 
fractured  bones;  dislocated  joints;  fractured  vertebrae;  muscle  sprains,  strains,  and 
tears;  and  tears  of  the  ligaments  that  hold  joints  together  and  the  tendons  that  allow 
joints  to  move.  Such  injuries  are  usually  painful  and  can  be  temporarily  or 
permanently  debilitating. 

Approximately  61  million  Americans  sustain  injuries  annually.  Nearly  33 
million  of  these  injuries  are  musculoskeletal  in  nature.  These  injuries  occur  in  and 
around  the  home  and  at  work.  And  given  that  millions  of  Americans  participate  in 
organized  sports,  it  is  not  surprising  that  20%  of  musculoskeletal  injuries  occur 
during  sports  activities  or  on  school  grounds.  Motor  vehicle  accident  victims  are 
also  likely  to  sustain  musculoskeletal  trauma;  slightly  more  than  1  in  every  10 
musculoskeletal  injury  occurs  in  a  car  accident. 

Over  the  past  20  years,  numerous  new  technologies  have  been  developed  to 
assist  in  the  treatment  of  musculoskeletal  injuries.  These  new  developments  have 
reduced  the  lengths  of  time  people  are  disabled.  A  variety  of  devices,  such  as 
plates  and  rods,  have  been  developed  from  new  and  improved  metals  and  with 
enhanced  designs  that  permit  early  and  accurate  repositioning  of  fractured  bones 
and  injured  tissues,  while  simultaneously  permitting  early  ambulation  and 
rehabilitation.  Advances  in  vascular  microsurgery  have  permitted  surgeons  to 
reattach  completely  severed  limbs.  And  arthroscopic  surgery  has  advanced  to  the 
point  where  ligaments  which  fail  to  heal  naturally  can  be  replaced,  thereby 
allowing  individuals  to  resume  their  athletic  activities. 

Despite  the  advances  made  in  the  treatment  of  musculoskeletal  injuries, 
much  remains  to  be  done.  The  tremendous  costs  of  lost  productivity  and 
emergency  medical  care  for  musculoskeletal  injuries  mandate  further  improvement 
to  treatments  and  a  heightened  emphasis  on  preventing  injuries  from  occurring  in 
the  first  place.  Traumatic  injury  is  the  leading  public  health  problem  in  the  United 
States  and  deserves  a  high  level  of  attention.  Additional  funding  in  this  area  would 
allow  us  to: 

•  Educate  all  Americans  about  the  importance  of  using  proper  body  mechanics 
and  taking  safety  precautions  while  at  work,  at  play,  in  the  car,  and  in  the 
home.  The  American  Academy  of  Orthopaedic  Surgeons  has  in  place  several 
patient  education  campaigns  to  assist  patients  in  preventing  injuries.  We  call 
these  campaigns  Live  it  Safe,  Play  it  Safe,  Lift  it  Safe,  and  Drive  it  Safe. 

•  Gain  a  better  understanding  of  the  molecular  signals  .that  control  repair  and 
growth  fijnctions  in  the  cells  of  the  musculoskeletal  system. 

•  Develop  synthetic  replacements  for  muscle,  soft  tissue,  and  bone  damaged 
beyond  repair  or  lost  as  a  consequence  of  trauma. 

•  More  safely  manipulate  the  body's  immune  system,  thereby  permitting  us  to 
increase  transplants  of  donated  bone  and  ligaments. 
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(Osteoarthritis 


Osteoarthritis,  the  most  common  form  of  arthritis,  remains  one  of  the  least 
understood  clinically.  This  disease  causes  the  protective  cartilage  on  the  ends  of 
the  bones  forming  the  joints  to  fray,  wear  out,  and  in  some  instances  disappear 
entirely.   The  result  is  pain,  deformity,  and  loss  of  joint  motion. 

Under  normal  circumstances,  the  joints'  extremely  slippery  cartilage 
covering  permits  the  joint  surfaces  to  glide  against  each  other.  However,  as 
damage  to  the  protective  cartilage  covering  proceeds,  the  sensitive  bone  ends  are 
exposed  and  begin  to  wear  out.  Since  cartilage  has  no  blood  supply,  the  major 
source  of  healing  that  other  tissues  of  the  body  use  for  repair  is  eliminated.  Thus, 
the  joint  becomes  painful  as  the  damaged  joint  surfaces  progresses  inexorably 
towards  total  destruction. 

Osteoarthritis  (OA)  is  not  necessarily  a  disease  of  old  age.  Age  of  onset 
varies  depending  on  the  involved  joint.  OA  of  the  hip  or  knee  is  particularly 
disabling  because  it  limits  ambulation,  but  the  disease  also  strikes  the  hands,  the 
spine  and  the  feet  with  the  same  destructive  joint  process.  The  disease  can  also 
result  from  trauma. 

Total  joint  replacements  of  the  knee  and  hip  have  been  very  successful  in 
restoring  near  normal,  pain  free,  mobility  of  the  joints.  However,  despite  the 
success  of  joint  replacement  surgery,  "  we  still  have  not  been  able  to  cure 
osteoarthritis  or  prevent  the  disease  from  progressing  to  the  point  where  surgery  is 
necessary.  Furthermore,  wear  and  tear  on  joint  replacement  parts  make  it 
necessary  to  replace  10%  of  all  hip  and  knee  implants  after  10  to  18  years  of 
service  life. 

An  exciting  new  area  of  interest  among  scientists  and  physicians  is  the 
possibility  of  restoring  osteoarthritic  joints.  Recent  reports  have  lead  patients  who 
have  OA  to  seek  treatments  that  would  repair  or  regenerate  the  cartilage  rather 
than  replace  the  joint.  Reports  of  experimental  methods  for  facilitating  the  repair 
of  cartilage  have  encouraged  patients  to  expect  that  current  treatments  for  OA  will 
soon  be  replaced.  However,  much  work  needs  to  be  done  before  this  approach  to 
the  repair  or  regeneration  of  cartilage  can  be  accepted  as  effective  treatment. 
Increased  funding  for  OA  research  will  allow  scientists  to  undertake  the  studies  to 
develop  the  full  potential  of  this  promising  new  approach. 

Low  Back  Pain 

One  of  the  most  common  musculoskeletal  disorders  is  low  back  pain.  It  is 
a  disabling  problem,  manifesting  itself  as  pain  in  the  back  and  sometimes  legs. 
Low  back  pain  is  associated  with  many  disorders  of  the  spine,  such  as  disc 
degeneration,  rupmred  discs,  pinched  nerves,  and  muscle  strains.  An  estimated  80 
percent  of  the  population  experience  low  back  pain  at  some  point  in  their  lives. 
The  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  states  in 
its  National  Research  Plan  that  "More  young  adults  are  disabled,  temporarily  or 
permanently,  in  their  most  productive  and  active  years  by  back  disorders  than  any 
other  health  problem." 
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People  whose  occupations  expose  them  to  vibration  and  prolonged  driving, 
and  those  with  occupations  requiring  repetitive  lifting  are  at  a  higher  risk  for  low 
back  pain.  Most  people  who  experience  low  back  pain  recover  within  4-6  weeks, 
but  approximately  10%  develop  chronic  back  pain  that  lasts  for  months,  years  or 
life. 

The  Academy,  in  conjunction  with  the  NIAMS,  sponsored  a  symposium  in 
November  1995  on  "New  Horizons  in  Low  Back  Pain."  Experts  in  the  field  were 
convened  to  address  current  medical  approaches  and  future  research  needs  in  order 
to  improve  our  understanding  and  care  of  the  patient  It  was  the  consensus  of  the 
group  that  overall  there  is  a  tremendous  need  for  expanded  research  in  this  area. 
And  that  the  disciplines  of  biomechanics,  muscle,  neurophysiology,  pathology, 
anatomy,  epidemiology,  and  biostatistics,  as  well  as  clinical  and  diagnostic 
medicine,  working  together  will  be  the  most  fruitful  in  finding  solutions  to  a 
problem  for  which  there  are  currently  few  answers. 

Increased  funding  for  future  research  would  allow  scientists  and  physicians 
to  improve  on  existing  diagnostic  techniques,  non-operative  treatments,  and 
surgical  procedures,  and  develop  new  ones;  and  reduce  the  incidence  of  low  back 
pain  in  the  population  by  continuing  efforts  to  educate  people  regarding  activities, 
especially  high  risk  activities  that  jeopardize  their  backs.  Also,  there  is  a  need  to 
further  define  mechanisms  of  injury  in  order  to  formulate  means  of  prevention. 
For  example,  since  discs  in  the  low  back  degenerate  with  age,  more  basic  research 
is  necessary  to  understand  the  degenerative  process  and  how  it  affiects  the  load 
discs  can  safely  carry  as  they  age. 

Mr.  Chairman,  we  urge  the  Committee  to  provide  $261  million  in  fiscal 
year  1997  for  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin 
Diseases. 

On  behalf  of  the  Academy,  I  would  like  to  thank  the  Committee  for  the 
high  value  it  has  placed  on  biomedical  research  and  thank  you  for  the  opportunity 
to  testify  before  you  today.   I  will  be  happy  to  answer  questions. 


STATEMENT  OF  KRISTIN  THORSON,  PRESIDENT,  THE 
FIBROMYALGIA  NETWORK 

Introduction 

Mr.  Chairman  and  Mennbers  of  the  Connmlttee,  I  wish  to  thank  you 
for  implementing  language  on  fibromyalgia  syndrome  (FMS)  for  the  past 
four  years  which  has  called  for  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Diseases  (NIAMS)  to  step  up  their  research 
efforts  on  this  syndrome.    As  you  may  be  aware,  FMS  produces  chronic 
widespread  muscular  pain  and  a  host  of  other  symptoms  (including 
disturbed  sleep),  and  is  often  diagnosed  by  rheumatologists.    Now,  it  is  my 
privilege  to  provide  you  with  an  update  on  last  year's  accomplishments 
and  to  offer  three  suggestions  that  might  help  improve  and  streamline 
NIH's  future  involvement  in  FMS  research. 
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In  past  years  we  have  focused  specifically  on  FMS  and  the  related 
(if  not  the  sanne)  disorder  called  the  chronic  fatigue  syndrome  (CFS).    This 
year  we  would  like  to  take  the  concept  of  overlapping  syndromes  one  step 
further  to  include  other  chronic  pain  disorders  that  cluster  in  FMS  patients. 

Most  physicians  and  researchers  will  tell  you  that  the  chronic  pain 
diagnosis  a  person  first  receives  is  often  colored  by  their  chief  symptom 
complaint.    For  example,  a  person  who  is  overcome  by  extreme  fatigue 
and  flu-like  symptoms  might  consult  an  infectious  disease  expert  and 
receive  the  diagnosis  of  CFS.    A  person  who  has  severe  jaw  pain  might 
see  a  dentist  and  be  told  that  they  have  temporomandibular  joint 
dysfunction.    Women  with  pelvic  or  vulvar  pain  might  be  told  by  a 
gynecologist  that  they  have  endometriosis,  dysmenorrhea  or  vulvodynia. 
Women  with  urinary  track  burning  and/or  irritable  bladder  might  be  told  by 
a  urologist  that  they  have  either  female  urethral  syndrome  or  interstitial 
cystitis.    Individuals  with  lots  of  Gl  upset  might  be  handed  the  diagnosis  of 
irritable  bowel  syndrome  by  a  gastroenterologist.    People  with  chronic 
headaches  might  be  told  by  a  neurologist  or  an  internist  that  they  have 
migraines  or  tension-type  headaches.   Those  who  are  baffled  by  irregular 
heart  beat  that  may  come  and  go  with  a  sense  of  lightheadedness  and 
weakness  may  be  told  by  a  cardiologist  that  they  have  mitral  valve 
prolapse  with  an  associated  problem  of  dysautonomia.  And,  people  who 
appear  to  have  allergic-type  symptoms  to  a  number  of  chemicals,  foods  or 
odors  may  be  informed  by  an  allergist  that  they  have  multiple  chemical 
sensitivity  syndrome. 

All  of  the  above  mentioned  disorders  have  five  things  in  common: 
(1)  they  produce  chronic,  painful  symptoms  for  which  there  are  no 
universally  effective  treatments,  (2)  they  occur  predominantly  in  women,  - 
(3)  their  prevalence  in  FMS  patients  is  substantially  higher  than  it  is  in  the 
general  population,  (4)  they  are  characterized  by  aberrant  neurohormonal 
function,  and  (5)  they  are  biologically  different  from  depression  and  other 
chronic  pain  diseases  with  well-defined  pathologies,  e.g.,  rheumatoid 
arthritis. 

This  concept  of  "dysfunctional  spectrum  syndrome"  was  first 
proposed  in  1988  by  Muhammad  Yunus,  M.D.,  of  the  University  of  Illinois 
and  described  more  recently  in  his  article  in  Jotjrnal  of  Musculoskeletal 
Pain.  1994,  Vol.  2,  No.  3.   Another  article,  "Fibromyalgia:  More  Than  Just 
a  Musculosl(eletal  Disease"  published  in  the  September  1 ,  1 995  journal  of 
American  Family  Physician,  also  describes  these  overlaps.    It  was  written 
by  FMS  researcher  Daniel  Clauw,  M.D.,  an  Associate  Professor  at 
Georgetown  University.   The  idea  portrayed  in  these  articles  and,  one  that 
we  would  like  to  focus  on,  is  that  FMS  is  a  constellation  of  many 
overlapping  chronic  pain  disorders.    Ironically,  many  of  the  above  disorders 
utilize  similar  treatments  to  those  currently  being  employed  for 
FMS/CFS  — lending  more  credibility  to  the  concept  that  they  may  all  be 
related. 

A  Venn  diagram  illustrating  the  overlapping  nature  of  these  "other" 
chronic  pain  conditions  is  provided  below  for  clarity.   The  figure  inside  the 
main  circle  is  the  estimated  percentage  of  each  disorder  that  occurs  in 
FMS/CFS,  while  the  figure  on  the  outside  is  the  prevalence  in  the  general 
population. 


242 


Female  Urethral 
Syndrome, 
Irritable  Bladder 
and  Urethral  Pain 


Temporomandibular 
Joint  Dysfunction 


Vulvodynia 
(believed  far  more 
prevalent  in  FMS) 


Endometriosis 


Dysmenorrhea 


Chronic 
Headaches 


Mitral  Valve 

Prolapse/ 

Dysautonomia 


Restless  Legs 
Syndrome 


Statistics  That  Are  Hard  to  Ignore 


The  prevalence  of  FMS  has  been  documented  to  be  two  percent  of 
the  general  population  of  working  age  people  in  the  United  States  (Arthritis 
&  Rheumatism,  Frederick  Wolfe,  et  al,  Jan.  '95)  and  it  compares  closely  to 
that  found  in  several  other  countries.    The  ratio  of  women  to  men  is 
roughly  eight  to  one,  meaning  that  FMS  afflicts  a  staggering  four  percent 
of  women  between  the  ages  of  20-70. 

In  our  1 994  testimony,  we  estimated  that  the  total  yearly  drain  on 
the  U.S.  economy  due  to  FMS  was  $9.2  billion.    This  figure  included  $5.3 
billion  in  disability  payments,  $3.9  billion  in  health  care  costs,  and 
assumed  a  disability  rate  of  11%.   Now  a  new  multi-center  study 
(coordinated  by  Frederick  Wolfe,  M.D.,  of  Wichita,  KS)  including  1,668 
FMS  patients  surveyed  at  six  different  cities  in  the  U.S.  reveals  that  25% 
(not  1 1  %)  of  individuals  with  FMS  were  currently  or  had  previously 
received  disability  compensation.    Using  this  new  figure,  the  financial  toll 
of  FMS  may  be  as  high  as  $15.9  billion  per  year,  and  this  does  not  include 
the  amount  of  pain  and  emotional  suffering  that  each  of  the  nearly  five 
million  Americans  with  FMS  must  endure  on  a  daily  basis. 

Finding  effective  treatments  for  curbing  the  rising  costs  of  FMS 
continues  to  be  a  challenge.    Numerous  biochemical  abnormalities  have 
been  discovered  in  FMS,  but  a  clear  understanding  of  this  syndrome  and 
availability  of  effective  treatments  are  not  within  reach.    A  more 
aggressive  research  program  at  NIH  is  needed  before  better  treatments  can 
be  made  available,  which  in  turn,  will  work  towards  minimizing  the 
disabling  potential  of  this  chronic,  painful  syndrome. 
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NIH  Update 

In  response  to  the  Committee's  language  last  year  urging  NIAMS  to 
collaborate  with  other  Institutes,  NIAMS  coordinated  with  the  Division  of 
Research  Grants  (DRG)  to  allow  the  expansion  of  the  existing  Special 
Emphasis  Panel  (SEP)  for  CFS  to  include  FMS.    In  fact  the  modified  CFS 
SEP  was  made  effective  February  1 ,  1 996  (although  NIAMS  has  not 
explained  this  change  to  FMS  researchers).    NIAMS  director  Stephen  Katz, 
M.D.,  Ph.D.,  agreed  that  his  Institute  did  not  have  the  in-house  expertise 
needed  to  oversee  the  grading  of  FMS  grant  proposals.    At  the  same  time, 
the  SEP  for  CFS  (a  syndrome  that's  strikingly  similar  to  FMS)  was  being 
under-utilised  and  the  DRG  accepted  the  responsibility  of  expanding  this 
SEP  to  include  FMS. 

The  expanded  CFS/FMS  SEP  makes  use  of  existing  NIH  resources 
while  greatly  enhancing  the  peer-review  process  for  FMS  which  had  been 
a  problem  for  years.    In  the  past,  grant  applications  on  FMS  tended  to  fall 
through  the  cracks  because  there  was  no  procedure  in  place  that  would 
route  them  to  an  appropriate  peer-review  committee.   This  collaborated 
effort  between  the  DRG  and  NIAMS  is  an  excellent  example  of  government 
streamlining  that  produces  a  more  effective  operating  system.    But  why 
stop  here  with  the  coordination  of  CFS  and  FMS? 

During  a  September  15,  1995  meeting  between  NIAMS  director  Dr. 
Katz  and  various  FMS  patients  from  around  the  country.  Dr.  Katz 
suggested  putting  together  a  planning  committee  of  expert  researchers  in 
the  various  chronic  pain  fields,  as  well  as  including  representatives  from 
interested  Institutes  that  represent  the  overlapping  chronic  pain  disorders 
that  cluster  in  FMS.   He  also  suggested  that  people  from  the  Office  of 
Research  on  Women's  Health  (ORWH)  be  brought  into  the  discussion. 
This  is  an  excellent  idea  that  we  would  like  to  see  implemented!    Because 
FMS  is  likely  the  most  prevalent  and  potentially  disabling  of  the  chronic 
pain  disorders  mentioned  in  this  testimony,  it  seems  fitting  that  NIAMS 
would  be  the  Institute  at  NIH  to  host  these  planning  sessions. 

Why  More  Collaboration  is  Needed 

FMS  is  a  prevalent,  yet  complex  disorder.    By  encouraging  more 
interaction  among  the  people  researching  the  various  chronic  pain 
syndromes  that  overlap  with  FMS,  it  could  open  up  a  channel  of 
communication  between  the  subspecialties  that  might  not  otherwise  occur. 
Such  interactions  among  subspecialists  (as  mentioned  on  page  one)  will 
likely  lead  to  substantial  gains  in  the  understanding  of  FMS  and  related 
painful  disorders  because  it  would  provide  a  platform  for  more  shared 
research.    In  addition,  it  could  promote  the  concept  that  FMS  is  a  whole 
body  disease  that  warrants  a  more  comprehensive  therapeutic  approach  if 
a  significant  reduction  in  symptoms  and  patient  suffering  is  to  be  achieved. 

At  the  current  time,  there  is  no  cohesive  effort  to  collaborate  the 
research  on  FMS  and  overlapping  chronic  pain  syndromes  at  the  various 
Institutes.    For  example,  NIAMS  funds  FMS  research,  NIAID  funds  CFS 
and  allergy-related  research,  NIDDK  funds  interstitial  cystitis  and  irritable 
bowel/bladder  research,  NIDR  funds  temporomandibular  joint  dysfunction 
research,  and  one  investigator  at  NCI  is  conducting  studies  on  vulvodynia. 


244 


The  amount  of  money  spent  each  year  by  the  various  Institutes  for  each  of 
the  mentioned  diseases  various,  but  FMS'  piece  of  the  pie  at  NIAMS  is  an 
extraordinarily  low  figure  of  $1 .4  million! 

Ri8cent  findings  on  FMS  suggests  that  it  falls  into  the  category  of  a 
neuro-endocrine  disorder  that  affects  the  regulation  of  multiple  organ 
systems  and  biochemical  processes  within  the  body.   Although  there  is  no 
"neuro-endocrine"  Institute  at  NIH,  we  would  like  to  see  more  involvement 
of  NINDS  and  NIMH  (particularly  because  its  mission  involves  "the  decade 
of  the  brain").   We  would  like  to  see  the  ORWH  help  coordinate  the 
research  on  these  overlapping  syndromes  that  mostly  affect  women. 

Can't  Rob  Peter  to  Pay  Paul! 

While  it  may  seem  logical  to  shift  some  of  NIAMS'  current  funding 
to  cover  the  need  for  increases  in  FMS  research,  this  concept  has  three 
major  pitfalls:  (1)  Many  rheumatic  diseases  have  been  shown  to  cluster  in 
FMS,  such  as  lupus  (25%),  rheumatoid  arthritis  (30%),  Sjogren's 
syndrome  (7%),  and  osteoarthritis  (undocumented  but  believed  to  be 
significant).    Research  grants  for  these  diseases  make  up  close  to  one-third 
of  NIAMS'  funding  allotment  and  backing  down  of  the  progress  made  in 
any  of  these  areas  would  harm  a  significant  number  of  FMS  patients.    (2) 
According  to  NIAMS  director  Dr.  Katz,  75%  of  their  annual  funding  is 
already  committed  before  the  new  fiscal  year  begins  because  grant  awards 
are  traditionally  made  for  three  to  five  year  periods.    (3)   The  NIAMS  is 
relatively  underfunded—  it  receives  roughly   2%  of  the  overaH  NIH  budget. 

Recommendations 

1 .  Approve  language  in  the  section  of  the  Office  of  the  Director, 
subheading.  Office  of  Research  on  Women's  Health  (ORWH).  to  say: 

Develop  a  policy  to  address  chronic  pain  syndromes  in  women  that 
tend  to  overlap,  such  as  fibromyalgia  syndrome,  chronic  fatigue  syndrome. 
Irritable  bowel  syndrome,  chronic  headaches  (e.g.,  migraines  and  tension- 
types),  interstitial  cystitis,  irritable  bladder/female  urethral  syndrome, 
restless  legs  syndrome,  vulvodynia,  endometriosis,  dysmenorrhea, 
temporomandibular  joint  dysfunction,  dysautonomia/mitral  valve  prolapse 
syndrome,  multiple  chemical  sensitivities  and  myofascial  pain  syndrome. 

2.  Approve  language  in  the  NIH  section  under  NIAMS.  subheading 
fibrorpva/aia  syndrome,  to  sav: 

The  Committee  commends  NIAMS  for  its  collaborative  role  in 
helping  to  set  up  the  expanded  Special  Emphasis  Panel  (SEP)  for  chronic 
fatigue  syndrome  (CFS)  so  that  it  will  also  include  expert  reviewers  in  the 
overlapping  field  of  fibromyalgia  syndrome  (FMS).   Now  that  an  official 
grant  review  process  is  in  place,  the  Committee  urges  NIAMS  to 
aggressively  solicit  researchers  in  the  field  of  FMS  and  related  pain 
disorders  to  submit  applications  to  the  newly  expanded  CFS  SEP.   The 
Committee  has  increased  the  NIAMS'  budget  to  cover  new  FMS  grant 
awards  for  this  year,  but  NIAMS  should  collaborate  with  other  Institutes 
for  long-term  fiscal  planning  so  that  a  shortfall  in  funding  for  FMS  and 
related  disorders  does  not  occur  in  future  years. 
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Note:   Embodied  in  the  above  language  is  a  request  that  the 
Committee  increase  funding  for  N/AMS  so  that  the  research  funding  needs 
of  FIVIS  can  be  adequately  met.    While  we  are  not  specifically  asking  for  an 
earmark,  we  would  like  to  see  a  sizable  portion  of  the  budget  increase  go 
to  FMS  research  (i.e.,  not  just  the  standard  cost-of-living  increase  that 
FMS  received  in  FY  1995).   In  other  words,  an  RFA  with  utilization  of  the 
CFS  SEP.    It  is  understood  that  an  increase  in  funding  for  any  medical 
disorder  may  not  be  popular,  but  if  it  is  coupled  with  multiple  Institute 
collaboration  at  NIH,  then  the  overall  long-term  cost  should  be  minimal. 

3.    Request  that  NIAMS  pull  together  (host)  a  series  of  planning  sessions 
at  NIH  to  address  FMS  and  related  chronic  pain  syndromes  that 
predonninantiv  affect  women,  such  as  those  listed  above  in  the  first  itenn. 
Research  experts  in  each  pain  syndrome  and  representatives  from  the 
ORWH,  the  NIDDK,  the  NIAID,  the  NIMH,  and  others  should  attend. 


STATEMENT  OF  DR.  GEORGE  COHEN,  CHAIRPERSON,  ON  BE- 
HALF OF  THE  NATIONAL  CONSORTIUM  FOR  CHILD  AND  AD- 
OLESCENT MENTAL  HEALTH  SERVICES 

Introduction 

The  National  Consortium  for  Child  and  Adolescent  Mental  Health  Services 
appreciates  the  opportunity  to  submit  testimony  on  mental  health  services  for  children 
and  adolescents  and  the  funds  needed  to  continue  the  Substance  Abuse  and  Mental 
Health  Services  Administration  (SAMHSA),  Center  for  Mental  Health  Services 
(CMHS)  programs.  These  programs  have  helped  many  children  and  adolescents  with 
serious  emotional  disorders. 

The  National  Consortium  for  Child  and  Adolescent  Mental  Health  Services 
(Consortium)  was  formed  in  1971  to  inform  and  promote  understanding  about  the 
emotional  disturbances  of  children  under  18  and  the  special  services  they  require.  All 
of  the  23  member  organizations  are  national,  consumer,  professional  and  provider 
organizations.  We  meet  quarterly  to  review  mental  health  services  for  children  and 
adolescents  and  to  act  on  issues  needing  unity  and  national  information  and  education 
strategies. 

Consortium  representatives  have  appeared  before  the  Subcommittee  many 
times  to  direct  attention  to  the  number  of  children  and  adolescents  with  serious 
emotional  disorders.  The  prevalence  rate  of  over  1 1  percent  has  not  diminished  with 
seven  to  twelve  million  youngsters  in  this  country  in  need  of  mental  health  care  at  any 
one  time  ~  and  there  are  no  predictions  that  this  rate  will  subside  in  the  near  future. 
There  are  approximately  7.5  million  American  children  with  a  diagnosable  mental  or 
emotional  disturbance,  and  only  one-fiflh  receive  the  necessary  services.  Today, 
almost  one  million  at-risk  children  in  the  United  States  are  spread  across  the  foster 
care  system,  special  education  and  juvenile  justice  facilities.  An  incredible  60%  of  the 
half  million  abused  and  neglected  children  in  our  nation's  child  welfare  system  have 
emotional  disturbances. 
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Coordinated  Systems  of  Care 


With  the  increasing  need  for  cost  containment,  the  development  of  programs 
that  include  a  range  of  clinicians,  inter-agency  coordination  and  a  variety  of  treatment 
programs,  commonly  called  a  "coordinated  system  of  care,"  is  a  top  priority. 
Through  these  systems,  payors  can  ensure  that  children  are  directed  to  the  most  cost- 
effjcient  and  clinically  appropriate  provider.  A  coordinated  system  of  care  enhances 
the  opportunity  to  customize  a  child's  treatment,  which  ultimately  realizes  a  cost- 
savings  and  improves  the  child's  outcome.  Without  this  coordinated  system  of 
services,  children  and  adolescents  with  emotional  disturbances  and  their  families 
would  have  to  maneuver  through  a  fragmented,  confusing,  and  overlapping 
aggregation  of  services  in  education,  mental  health,  substances  abuse,  welfare,  youth 
services,  and  juvenile  justice 


The  Consortium  would  like  to  provide  you  with  information  about  innovative, 
cost-saving  mental  health  services  programs  now  administered  by  the  Center  for 
Mental  Health  Services  (CMHS)  within  the  Substance  Abuse  and  Mental  Health 
Services  Administration  (SAMHSA).  These  programs  are  the  1)  Planning  and 
System  Development  Program,  formerly  known  as  the  Child  an  Adolescent  Service 
System  Program  (CASSP),  the  major  planning  vehicle  for  the  development  of  systems 
of  care,  and  2)  the  Comprehensive  Community  Mental  Health  Services  for  Children 
Act  (known  as  the  Children's  Mental  Health  Services  Program).  We  understand  that 
these  are  fiscally-strained  times,  and  that  this  subcommittee  will  be  making  hard 
decisions  about  funding  in  the  coming  months.  We  have  highlighted  those  programs 
providing  necessary  planning  and  system  development  services  that  have  realized 
cost-savings,  and  improved  children's  mental  health  outcomes. 

Planning  and  System  Development  Program  fPSDP^  (formerly  known  as  and 
referred  to  as  the  Child  and  Adolescent  Service  System  Program-CASSP) 

The  Planning  and  System  Development  Program,  which  is  primarily  a  planning 
and  system  development  mechanism,  is  acclaimed  for  having  established  interagency 
collaboration  between  the  Federal,  state  and  local  entities  servicing  children  and 
adolescents  with  emotional  disturbances.  PSDP  programs  are  provided  cooperatively 
across  child-serving  agencies  and  require  evaluation  of  state  and  community  progress 
towards  improving  "coordinated  systems  of  care." 

The  Planning  and  System  Development  Program  has  been  active  in  all  50 
states,  the  Virgin  Islands  and  the  District  of  Columbia.  It  co-funds  1)  two  Research 
and  Training  Centers  with  the  Department  of  Education's  National  Institute  of 
Disability  and  Rehabilitation  Research  and  2)  a  Technical  Assistance  Center  for  states 
in  collaboration  with  the  Division  of  Maternal  and  Child  Health  within  the  Health 
Resources  and  Services  Administration  and  the  Administration  for  Children,  Youth 
and  Families.  PSDP  encompasses  three  programs  1)  the  Infrastructure  Development 
Program,  2)  the  Statewide  Family  Network  Program  and  3)  the  Child  Mental  Health 
Research  Demonstration  Program. 

PSDP  has  created  an  administrative  focal  point  for  children's  mental  health 
programs  across  the  nation.  With  each  modest  grant,  children  and  adolescents  with  a 
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serious  emotional  disturbance  are  linked  with  available  services  in  health  care,  mental 
health,  education,  special  education,  housing,  juvenile  justice,  and  other  eligibility- 
support  programs,  such  as  nutrition.  This  network  of  information  and  exchange  has 
generated  significant  new  resources  for  services  and  improved  the  integration  of  a 
broad  range  of  services  to  children  and  adolescents  who  have,  or  are  at  risk  of,  severe 
mental  or  emotional  disturbances.  The  structure  and  systems  established  at  the  state 
level  must  be  promoted  at  the  local  community  level.  Movement  from  state  to 
community  level  service  systems  is  the  natural  sequence  for  this  effective  and  efficient 
program.  Successes  at  the  state-level  provide  the  framework  for  the  development  of 
community-level  programs.  The  goal  of  PSDP  has  consistently  been  to  direct  the 
service  delivery  in  states  and  communities  toward  a  philosophy  of  multi-agency  use 
and  inter-agency  coordination.  PSDP  is  the  strongest  link  we  have  to  protect  youth 
with  emotional  disturbances  within  a  community-based  service  system. 

The  programs  greatest  change  in  the  last  decade  has  been  achieved  in  the  area 
of  family  involvement,  where  a  true  paradigm  shift  has  occurred  with  respect  to  the 
families.  The  field  agrees  that  families  are  the  single  most  important  resource  for  the 
child  and  must  always  be  included  in  the  treatment  plan.  Twenty-two  states  now 
mandate  parental  involvement  in  policy  making,  program  planning  and  treatment 
planning.  This  is  a  clear  outgrowth  of  the  early  emphasis  of  the  PSDP  program  on 
family  participation  at  all  levels,  beginning  with  participation  as  equal  members  of 
interagency  treatment  teams  developing  their  own  child's  individualized  services  plan, 
and  including  all  aspects  of  systems  assessment,  planning,  and  evaluation.  Every  state 
reports  at  least  one  family-run  advocacy  group  focused  on  children's  mental  health 
issues  and  offering  support  to  family  members  of  children  wfith  emotional 
disturbances. 

The  mandatory  evaluations  of  state  and  community  progress  have  received 
praise  and  national  recognition.  Data  from  these  evaluations  have  shown  great 
successes  in  improving  outcomes  not  only  for  the  children,  adolescents,  and  their 
families,  but  also  for  the  states  and  the  various  agencies.  Across  the  board,  outcomes 
such  as  reduced  out-of-home  placements;  reduced  length  of  stay  for  inpatient  services 
and  residential  treatment  centers;  improved  school  attendance;  and  improved 
performance  and  placement  status,  have  been  reported.    This  is  only  some  of  the  data 
which  justify  the  cost-effectiveness  and  patient  outcome  improvements  of  the  PSDP 
program. 

This  program  has  proven  it  is  socially  and  fiscally  responsible.  Consortium 
members  urge  funding  increments  to  sustain  this  program  and  its  initiatives.  These 
programs  provide  information  critical  to  determine  the  efficacy  of  these  innovative 
approaches  to  organizing,  delivering  and  financing  systems  of  care.  Increased  and 
continued  funding  of  these  programs  is  imperative  to  ensure  that  treatment  outcomes 
are  positively  influenced. 

The  National  Consortium  for  Child  and  Adolescent  Mental  Health  Services 
recommends  funding  increments  to  sustain  the  Planning  and  System  Development 
Program  (PSDP). 
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Comnrehensive  rommunitv  Mental  Health  Services  for  Children  Act 
rChildren's  Mental  Health  Services  Program.^  ^P.L.  102-321). 

Modeled  after  PSDP's  successful  demonstration  of  coordinated  systems  of 
care,  this  program  authorizes  grants  to  states  and  communities  to  implement 
interagency  systems  of  care  for  children  and  adolescents  with  mental,  emotional  or 
behavioral  disorders.  The  children's  mental  health  services  program  builds  on  the 
system  improvements  generated  by  the  PSDP.  This  law  competitively  gives  states, 
and  its  political  sub-divisions,  as  well  as  Native  American  tribes  and  tribal 
organizations,  the  fijnds  needed  to  deliver  a  wide  range  of  services. 

Major  studies,  including  one  by  the  Office  of  Technology  Assessment,  found 
that  children  in  need  of  mental  health  care  do  not  receive  it  and  those  who  are 
receiving  care  are  of^en  receiving  inappropriate  or  inadequate  care,  and  there  is  a  lack 
of  coordination  across  systems  to  meet  the  needs  of  these  children.  This  comprehen- 
sive children's  services  program  meets  a  national  need  to  translate  what  we  know 
about  children's  mental/emotional  disturbances  into  practice.  Systems  of  care 
approaches  to  providing  comprehensive  and  flexible  mental  health  services  are  now 
yielding  cost  analyses  which  show  significant  savings. 

The  SAMHSA  child  mental  health  services  program  was  first  authorized  by 
Congress  in  1992,  as  part  of  the  ADAMHA  reauthorization.  First  year  start-up  costs 
of  $4.9  million  were  appropriated  in  FY  1993,  and  in  1994,  the  program  was 
launched  on  a  national  basis  with  funding  of  $35  million.  The  initial  request  for 
applications  for  this  program  drew  over  40  responses-far  exceeding  the  capacity  to 
fund.  Four  projects  were  funded  for  the  original  FY  1993  appropriation,  and  another 
seven  have  been  funded  from  the  FY  1994  appropriation.  In  FY  1995  the  program 
received  an  appropriation  of  $60  million  which  will  help  fund  old  and  new 
applications,  for  a  total  of  twenty-two  sites. 

The  National  Consortium  for  Child  and  Adolescent  Mental  Health 
Services  recommends  funding  increments  to  sustain  the  Planning  System  and 
Development  Program  and  the  Comprehensive  Community  Mental  Health 
Services  for  Children  Act  (Children'  Mental  Health  Services)  P.L.  103-321.  We 
urge  funding  the  Child  Mental  Health  Services  Act  at  $80  million  and  also  urge 
vou  to  fund  the  Planning  and  System  Develonment  Program  at  $24  million. 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  NEURO- 
LOGICAL SURGEONS  AND  THE  CONGRESS  OF  NEURO- 
LOGICAL SURGEONS 

Mr.  Chairman  and  Members  of  the  Subcommittee, 

The  American  Association  of  Neurological  Surgeons  (AANS)  and  the 
Congress  of  Neurological  Surgeons  (CNS)  thank  you  for  the  opportunity  to 
comment  on  the  Fiscal  Year  1997  neuroscience  agenda  for  the  National 
Institutes  of  Health,  and,  in  particular,  the  National  Institute  of  Neurological 
Disorders  and  Stroke  (NINDS).  The  AANS  and  CNS  represent  more  than 
4,000  practicing  neurosurgeons  in  the  United  States. 
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Before  presenting  our  recommendations  and  justifications  for  program 
support  in  FY  1997,  we  wish  to  report  on  the  status  of  programs  you  have 
initiated  during  the  Decade  of  the  Brain.    In  FY  1996,  we  recommended  an 
increase  in  funding  for  biomedical  research  in  three  areas:   (1)  spinal 
disorders,  (2)  gene  therapy  for  diseases  of  the  nervous  system  and  (3) 
stroke.   These  recommendations  built  on  prior  requests  for  the  funding  of 
brain  tumor  research  centers  in  1991,  the  establishment  of  8  coordinating 
stroke  centers  in  1992,  the  request  for  a  multi-center  trial  to  fund  a  clinical 
comparison  of  lumbar  fusion  with  aggressive  back  rehabilitation  in  1993, 
funding  for  training  programs  for  pioneering  techniques  in  gene  therapy  in 
1994,  and  funding  for  basic  research  on  spinal  cord  injury,  spinal 
degenerative  diseases,  and  the  biomechanics  of  spinal  instability  in  1995. 
Spinal  disorders,  vascular  diseases  of  the  brain  and  genetic  disorders, 
including  brain  tumors,  represent  the  three  most  common  afflictions  of  the 
central  nervous  system  impacting  the  health  of  the  American  public.   We 
urge  the  Committee  to  continue  and  intensify  its  efforts  in  these  areas  so  as 
to  build  on  the  foundations  of  prior  Decade  of  the  Brain  initiatives. 

For  Fiscal  Year  1997,  we  urge  the  Subcommittee  to  turn  its  funding 
attention  to  four  areas  of  research:   (1)  stroke  and  the  treatment  of 
cerebrovascular  diseases,  (2)  molecular  biology  as  it  applies  to  tumors  and 
other  nervous  system  disorders,  (3)  the  new  field  of  image-guided 
stereotactic  surgery,  a  technological  revolution  that  promises  many  short- 
term  and  long-term  benefits  in  regard  to  the  practical  treatment  of  brain 
tumors,  strokes,  spinal  disorders  and  degenerative  diseases  Cf  the  nervous 
system,  and  (4)  outcomes  research  into  the  effectiveness  of  new  therapies. 

Stroke  Research  and  Treatment  of  Cerebrovascular  Disorders 

Stroke  is  the  third  leading  cause  of  death  in  the  United  States  and  a 
leading  cause  of  disability  in  the  United  States.    Each  year,  500,000  new 
cases  are  diagnosed  at  an  estimated  annual  cost  of  $30  billion.   Slightly 
more  than  half  of  this  total  is  due  to  acute,  rehabilitative  and  nursing  home 
care.    The  remaining  costs  are  due  to  lost  productivity,  alteration  in 
lifestyle,  and  the  economic  burden  assumed  by  family  members  and  other 
care-givers.    In  recent  years,  much  progress  has  been  made  in  diminishing 
the  catastrophic  consequences  of  stroke.   Progress  in  stroke  prevention, 
through  the  recognition  of  risk  factors  for  stroke,  has  significantly  reduced 
the  incidence  of  some  types  of  stroke,  especially  those  due  to  high  blood 
pressure.   Nevertheless,  continued  efforts  in  public  awareness  and 
education,  as  well  as  new  clinical  trials  evaluating  the  effectiveness  of 
drugs  and  operations  that  protect  the  brain  and  limit  th®  magnitude  of 
strokes,  are  called  for.  The  concept  of  "brain  attack,"  similar  to  the  concept 
of  heart  attack,  has  gained  the  support  of  the  National  Stroke  Association 
and  many  neurologists  and  neurosurgeons  across  the  country.   It  is  hoped 
that  this  concept  will  lead  to  medical  and  surgical  innovations  that  have  the 
same  impact  on  stroke  that  recent  advances  have  had  on  heart  disease. 

In  the  treatment  of  a  brain  attack,  the  immediate  goals  include  the  rapid 
restoration  of  blood  flow  to  areas  of  the  brain  lacking  circulation,  protection 
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of  brain  cells  (neurons)  from  irreversible  damage  and  rescue  of  those  cells 
that  have  undergone  molecular  and  biomechanical  changes  as  a  result  of 
the  lack  of  nutrients  and  oxygen.   Preliminary  evidence  indicates  that 
methods  potentially  exist  that  may  protect  brain  cells  from  lack  of  blood 
supply  and  from  cell  death  if  restoration  of  circulation  and  delivery  of  drugs 
is  rapidly  carried  out  within  a  "window  of  opportunity"  before  irreversible 
brain  damage  occurs.  The  acute  treatment  of  stroke  has  only  recently 
become  a  feasible  possibility.  The  model  for  this  effort  is  the  demonstrated 
success  in  lessening  the  medical  and  economic  costs  of  heart  attacks 
through  early  recognition,  resuscitation  and  organ  protection.  The  proposed 
parallel  effort  in  regard  to  brain  attack  has  three  areas  of  focus:   (1)  a 
comprehensive  educational  campaign  to  inform  the  general  public  of  the 
warning  signs  of  stroke;  (2)  further  cellular  and  molecular  research  into  the 
effect  of  poor  blood  flow  (ischemia)  on  the  neuron;  and  (3)  design  of  new 
drugs  and  surgical  interventions  based  on  our  knowledge  of  these  basic 
mechanisms.   Prototypical  agents  for  decreasing  brain  damage  and 
increasing  efficiency  of  restored  blood  flow  already  exist.   In  addition, 
several  Federally  supported  randomized  trials  have  demonstrated  the 
efficacy  and  cost-efficiency  of  carotid  endarterectomy  in  stroke  prevention 
and  treatment.   We  are  convinced  that  your  continued  support  will  lead  to 
further  life-saving  progress. 

Molecular  Biologic  Approach  to  Treatment  of  Brain  Tumors  and  Other 
Disorders 

Brain  tumors  represent  the  third  leading  cause  of  cancer  deatVis  in  middle- 
aged  males  and  tumors  of  the  nervous  system  are  the  second  leading 
cause  of  cancer  deaths  among  children.   In  addition,  each  year  more  than 
10  percent  of  the  400,000  new  patients  with  other  types  of  cancer 
eventually  suffer  from  spread  of  their  disease  to  the  brain  and  spinal  cord. 
In  many  patients,  the  tumor  in  the  nervous  system  constitutes  the  single 
most  immediate  threat  to  their  life  and  function.  The  recent  application  of 
molecular  biologic  techniques  to  the  central  nervous  system  has 
revolutionized  our  understanding  of  how  brain  tumors  grow  and  spread. 
For  example,  we  now  know  that  the  absence  of  some  genes  can  cause 
degenerative  and  hereditary  diseases  such  as  neurofibromatosis.  These 
same  genes  normally  act  as  brakes  on  the  development  of  tumors,  but 
cannot  do  so  when  they  are  absent.   Insertion  of  normal  genes  into  the 
brain  may  help  control  the  expression  of  several  diseases,  including  brain 
cancer.   Similar  research  in  such  disorders  as  Parkinson's  Disease,  Tay- 
Sach's,  Huntington's  Disease  and  Alzheimer's  dementia  is  already 
underway  and  may  reduce  the  $100  billion  annual  burden  faced  by  the 
American  public.   Genetic  material  can  be  linked  to  immunological  agents 
and  other  chemicals  to  cause  the  death  of  tumor  cells.   When  therapeutic 
agents  are  directly  injected  into  the  brain  by  modem  image-based 
stereotactic  techniques,  cells  in  other  parts  of  the  body  are  shielded  from 
potential  injury.   Neurosurgeons  have  been  leaders  in  the  development  of 
new  methods  of  dnjg  delivery  into  the  nervous  system.   Many  of  these 
techniques  can  also  be  used  to  deliver  genes  and  homiones. 


251 


Only  your  continued  support  can  lead  to  the  discovery  of  the  full  range  of 
genetic  abnormalities  that  underlie  the  development  of  brain  tumors  and 
degenerative  diseases.   Once  these  "targets"  are  identified,  new  molecular 
bullets  can  be  designed  and  directly  entered  into  the  nervous  system. 

Stereotactic  Surgery  of  the  Brain  and  Spine 

In  recent  years,  surgical  equipment  has  been  developed  that  mates  the 
imaging  capabilities  of  magnetic  resonance  (MRI)  and  computerized 
tomography  (CT)  scanners  to  mechanical  and  electronic  micrometers. 
Computers  are  used  to  determine  the  three-dimensional  location  of 
visualized  targets  within  the  nervous  system  and  micrometer  control  then 
allows  the  surgeon  to  deliver  many  different  types  of  therapeutic  agents 
with  millimeter  precision.   These  agents  include:   (1)  surgery  itself,  via  the 
operating  miaoscope  and  various  endoscopes,  to  improve  the  safety  and 
efficacy  of  surgery  for  tumors,  strokes  and  painful  conditions;  (2)  beams  of 
radiation  (stereotactic  radiosurgery)  or  radioactive  substances 
(brachytherapy)  used  in  the  treatment  of  brain  tumors  and  vascular 
malformations;  and  (3)  chemicals  and  genes  for  the  treatment  of  brain 
tumors  and  degenerative  disorders. 

The  recent  development  of  robot  arms  linked  by  computer  to  CT  and  MRI 
imaging  has  eliminated  the  need  for  bolting  stereotactic  devices  to  the 
patient  and  has  opened  up  the  application  of  stereotactic  techniques  to  the 
spine.   This  represents  and  entirely  new  field  of  basic  and  applied  research. 
Although  the  potential  for  improved  radiosurgical  treatment  of  spinal  tumors 
and  vascular  malformations  is  quite  exciting,  the  use  of  stereotactic 
techniques  for  degenerative  disorders  of  the  spinal  column  is  even  more  so. 
Such  diseases  are  among  the  most  common  reasons  for  patients  to  consult 
their  physician  and  represent  more  than  $100  billion  annually  in  direct  and 
indirect  costs  due  to  chronic  back  pain  and  lost  work  days.   In  addition  to 
disc  diseases  and  spinal  stenosis,  some  patients  have  back  pain  due  to 
mechanical  instability.   Many  of  them  can  be  helped  through  the  surgical 
placement  of  rods  and  screws  to  promote  bone  fusions  and  spinal  stability. 
The  accuracy  and  precision  of  these  delicate  techniques  are  certain  to  be 
improved  by  the  use  of  robot  arms  and  computer-guided  operations. 
Further  research  is  needed  for  software  and  hardware  development  as  well 
as  for  clinical  trials  to  demonstrate  efficacy  and  cost-effectiveness. 

Outcomes  Research 

The  contemporary  treatment  of  neurologic  disorders  is  technology-driven  to 
an  unprecedented  degree.  The  development  of  new  drugs  to  treat  stroke, 
of  genetic  agents  to  treat  brain  tumors,  and  the  use  of  radiosurgical  devices 
and  spinal  instrumentation  all  represent  significant  financial  investments 
and,  ultimately,  real  costs  to  health  care  providers  and  patients.   These 
costs  are  easily  justified  if  the  benefits  of  decreased  suffering  and  additional 
years  of  useful  survival  can  be  shown  to  outweigh  the  amortized  costs  of 
therapy.   Such  an  analysis  can  be  extended  to  the  evaluation  of  alternative 
therapies  for  the  same  disease,  including  the  risk  of  doing  nothing  more 
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than  observing  the  course  of  the  illness.   This  type  of  analysis  represents 
the  contemporary  view  of  outcomes  research,  an  area  of  investigation  that 
can  do  much  to  guide  patients,  their  physicians  and  policy  makers  in  regard 
to  therapeutic  decision  making  and  resource  allocation.   We  urge  you  to 
provide  funds  to:   (1)  improve  the  methodology  of  outcomes  research  in 
neurological  disorders  and  to  (2)  support  pilot  studies  in  the  treatment  of 
stroke,  brain  tumors,  degenerative  diseases  and  spinal  disorders. 

Mr.  Chairman,  and  members  of  the  Subcommittee,  thank  you  again  for 
considering  our  suggested  research  priorities  for  Fiscal  Year  1997.  We 
urge  the  Subcommittee  to  focus  on  four  areas  of  research:  (1)  stroke  and 
the  treatment  of  cerebrovascular  diseases;  (2)  molecular  biotogy  as  it 
applies  to  tumors  and  other  nervous  system  disorders;  (3)  image-guided 
stereotactic  surgery  for  treatment  of  brain  tumors,  strokes,  spinal  disorders 
and  degenerative  diseases  of  the  nervous  system;  and  (4)  outcomes 
research  into  the  effectiveness  of  new  therapies  for  neurologic  disorders. 


STATEMENT  OF  PALMER  TAYLOR,  Ph.D.,  PRESIDENT,  THE 
AMERICAN  SOCIETY  FOR  PHARMACOLOGY  AND  EXPERI- 
MENTAL THERAPEUTICS 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

Thank  you  for  providing  us  an  opportunity  to  submit  testimony  to  your  Subcommittee.  I  am 
Dr.  Palmer  Taylor,  Professor  and  Sandra  and  Monroe  Trout  Professor  and  Chair  of 
Pharmacology  at  the  University  of  California,  San  Diego.  This  year,  I  also  serve  as  President 
of  the  American  Society  for  Pharmacology  and  Experimental  Therapeutics  (ASPET). 

Pharmacology  is  the  branch  of  science  that  deals  with  the  effects  of  drugs  and  other 
chemical  agents  on  biological  systems.  ASPET  has  a  membership  of  more  than  4,300 
scientists.  Our  members  teach  and  conduct  basic  and  clinical  research  throughout  North 
America.  Pharmacologists  work  in  schools  of  medicine,  nursing,  dentistry,  pharmacy  and 
animal  science;  in  private  and  government  research  laboratories;  and  in  a  wide  variety  of 
pharmaceutical  and  biotechnology  industries.  Their  research  efforts  are  crucial  to  the 
development  of  new  drugs  to  fight  old  and  newly  emerging  diseases  and  to  improve  human 
and  animal  health.  The  National  Institutes  of  Health's  extramural  grant  programs  fund  many  of 
these  research  efforts. 

The  National  Institutes  of  Health  (NIH)  is  the  principal  biomedical  research  agency  of  the 
federal  government.  NIH  funded  research  advances  our  scientific  knowledge  and  applies 
that  knowledge  to  improve  health,  extend  lives,  and  reduce  the  physical  and  economic 
burdens  resulting  from  disease  and  disability. 

The  past  generous  support  of  Congress  and  the  American  taxpayer  has  allowed  NIH  to 
achieve  an  impressive  record  of  success  and  has  helped  establish  the  United  States  as  the 
world  leader  in  biomedical  research.  The  NIH  has  proven  critical  to  maintaining  the 
preeminence  of  our  pharmaceutical  and  biochemistry  industries.  The  1 994  Nobel  Prize  in 
Medicine  was  awarded  to  Dr.  Alfred  G.  Gilman,  an  ASPET  member,  and  to  Dr.  Martin  Rodbell 
for  their  discovery  of  G-proteins  and  establishing  the  role  of  these  proteins  in  signal 
transduction  in  cells.  Dr.  Gilman  originally  received  NIH  predoctoral  training  support  for  his 
M.D.-Ph.D.  studies.  Since  1972,  he  has  continuous  research  grant  funding  from  NIH.  Dr. 
Rodbell  was  honored  for  research  perfonmed  as  head  of  the  laboratory  of  signal  transduction 
at  the  National  Institute  for  Environmental  Health  Sciences  within  NIH. 

As  proud  as  we  are  of  our  past  and  on-going  achievements,  America's  biomedical  research 
progress  and  leadership  position  is  in  jeopardy  as  funding  limits  progress  in  many  critical 
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areas  of  research.  A  renewed  and  long-term  national  commitment  to  invest  in  biomedical 
research  for  the  continuing  benefit  of  society  is  essential. 

Through  the  efforts  of  Congressman  John  Porter  of  Illinois  and  Senator  Mark  Hatfield  of 
Oregon,  the  House-Senate  Conference  Committee  delivered  a  resolution  recommending  a 
5.7%  increase  for  the  National  Institutes  of  Health  in  1996.  This  was  signed  by  the 
Administration  and  shows  bipartisan  recognition  of  the  importance  of  NIH  funding  to  our 
national  health  research  enterprise.  If  such  increases  are  continued  in  future  years,  we  will 
be  able  to  capitalize  on  many  potential  therapeutic  opportunities  emerging  from  recombinant 
DNA  techniques  and  sequencing  the  human  genome. 

ASPET  is  a  constituent  Society  of  the  Federation  of  American  Societies  for  Experimental 
Biology  (FASEB).  Leaders  of  our  Society  participated  in  a  consensus  conference  on 
biomedical  research  funding  held  last  October.  ASPET  endorses  FASEB's 
recommendations  for  NIH  in  fiscal  Year  1997.  FASEB  is  recommending  an  increase  of  6.5 
percent  over  the  fiscal  year  1996  level. 

Throughout  the  Subcommittee's  deliberations,  we  urge  you  to  continue  to  hold  investigator- 
initiated  research  grants  to  be  of  paramount  importance.  Fundamental,  non-targeted, 
biomedical  research  is  the  well-spring  that  leads  to  an  understanding  of  the  causes  of 
disease  and  provides  the  insights  that  allow  development  of  procedures  for  the  treatment 
and  prevention  of  disease.  This  research  is  carried  out  by  individual  investigators  or  small 
groups  of  researchers  who  have  a  creative  idea  and  olJtain  peer  approval  to  pursue  it. 
Because  of  its  fundamental  character,  this  kind  of  research  has  produced  the  landmark 
discoveries  that  provide  the  basic  understanding  that  can  be  bUilt  upon  in  larger  scale  in  the 
form  of  targeted  research,  biotechnology  development  and  clinical  applications. 

It  should  be  recognized  that  fundamental  research  supported  by  the  NIH  in  our  academic  and 
research  institutions  can  not  be  replaced  by  research  efforts  in  the  industry.  Rather,  industry 
is  best  positioned  to  develop  applications  and  market  products  whose  conceptual 
development  emerged  from  basic  NIH  supported  research.  This  point  has  been  continually 
emphasized  by  leaders  in  the  pharmaceutical  and  biotechnology  industries.  In  fact,  recent 
studies  have  shown  that  increased  appropriations  for  NIH  has  spurred  investment  within  the 
industry. 

A  number  of  proposals  may  be  presented  to  the  Subcommittee  aimed  at  reducing  indirect 
cost  expenditures.  While  indirect  cost  issues  deserve  continual  review,  we  urge  you  to 
reject  any  proposals  that  fail  to  recognize  that  indirect  costs  are  real  costs  of  doing  research. 
Coming  on  the  heels  of  recently  proposed  changes  in  federal. reimbursement  policy  which 
are  already  reducing  indirect  cost  recovery,  additional  cuts  will  have  a  negative  impact  on 
important  research  being  conducted  at  institutions  already  under  financial  strain.  We  are 
prepared  to  work  with  Congress  and  the  Administration  to  reduce  indirect  research  costs, 
such  as  those  incurred  by  excessive  government  regulation. 

Mr.  Chairman,  members  of  the  American  Society  for  Pharmacology  and  Experimental 
Therapeutics  greatly  appreciate  the  opportunity  to  present  our  views  to  you  and  to  commend 
the  Appropriations  Committee  for  their  strong  support  of  biomedical  research  and  the 
National  Institutes  of  Health.  We  believe  that  medical  research  is  at  the  threshold  of  major 
discoveries  that  could  affect  the  lives  of  millions  of  Americans  through  improved  health  and 
longer,  more  productive,  better  quality  lives,  and  save  billions  of  dollars  through  reduced 
medical  care  expenditures  and  increased  productivity.  These  advances  will  occur  only  if  we 
invest  effectively  in  the  future  through  better  funding  of  basic  research.  We  strongly  urge 
you  to  continue  to  provide  NIH  with  the  financial  resources  necessary  to  make  the  critical 
research  advances  we  all  desire. 


STATEMENT  OF  FREDERICK  J.  HUMPHREY,  CHAIRMAN,  BOARD 
OF  GOVERNORS,  THE  AMERICAN  ASSOCIATION  OF  COL- 
LEGES OF  OSTEOPATHIC  MEDICINE 

As  Chairman  of  the  Board  of  Governors  of  the  American  Association  of  Colleges  of 
Osteopathic  Medicine  (AACOM),  and  Dean  of  the  University  of  Medicine  and  Dentistry 
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of  New  Jersey,  School  of  Osteopathic  Medicine,  I  am  pleased  to  present  the  views  of  the 
16  AACOM  member  schools  on  fiscal  year  1997  funding  for  health  professions 
educational  assistance  programs. 

AACOM  appreciates  the  past  eflForts  of  the  Subcommittee  to  maintain  a  commitment  to 
health  professions  educational  assistance.  We  also  recognize  the  responsibility  of  the 
Subcommittee  to  examine  all  programs  in  light  of  their  cost-effectiveness  in  meeting  the 
health  care  needs  of  all  Americans.  The  104*  Congress  has  appropriately  identified  an 
"outcome-based"  criterion  to  evaluate  program  effectiveness.  We  believe  that  colleges 
of  osteopathic  medicine  measure  particulariy  well  under  such  scrutiny. 

We  are  especially  proud  that  the  philosophy  of  osteopathic  medical  education  is  entirely 
consistent  with  the  Federal  objectives  of  addressing  geographic  maldistribution  of 
physicians  in  the  United  States  and  increasing  access  to  primary  care  services.  Mr. 
Chairman,  this  philosophy  has  not  been  developed  in  response  to  Federal  funding 
requirements.  Rather,  it  has  been  part  of  our  medical  education  fabric  for  over  100 
years.  By  training  and  by  tradition,  osteopathic  physicians  practice  "hands-on"  medicine 
and  value  the  highly  close  and  interactive  physician-patient  relationships  that  are 
characteristic  of  our  profession.  The  principal  vehicle  for  addressing  specialty  and 
geographic  maldistribution  of  physicians  has  been  through  primary  care  education  and 
training.  AACOM  member  schools  have  a  long  history  of  dedication  to  training  primary 
care  physicians  to  work  in  America's  smaller  communities. 

The  health  professions  assistance  programs  under  Title  VII  of  the  Public  Health  Service 
Act  have  been  valuable  in  our  efforts  to  continue  to  maintain  this  commitment.  These 
programs  are  the  most  visible  federal  commitment  to  the  important  task  of  educating 
more  primary  care  physicians.  The  debate  over  the  last  two  years  on  health  care  reform 
revealed  more  than  ever  the  importance  of  increasing  the  supply  of  primary  care 
practitioners.  The  federal  government  and  medical  educators  need  to  expand  their 
collaborative  efforts  to  build  a  strong  primary  care  physician  population.  Numerous 
programs  are  especially  important  to  enhancing  osteopathic  medical  schools'  ability  to 
train  the  highest  quality  physicians.  Among  these  programs  are:  General  Internal 
Medicine;  General  Pediatric  Residencies;  Family  Medicine  Training;  Preventive  Medicine 
Residencies;  Area  Health  Education  Centers;  Health  Education  and  Training  Centers; 
Health  Care  Opportunities  Programs;  Centers  of  Excellence  Programs;  Geriatric  Training 
Authority;  Disadvantaged  Assistance;  Exceptional  Financial  Need  Scholarships;  and 
Physician  Assistants.  We  recommend  that  the  fiscal  year  1997  funding  level  be  at  the 
House-passed  fiscal  year  1996  (H.R.  2127)  for  these  programs. 

Title  VII  also  authorizes  student  assistance  programs  that  are  especially  important  to 
osteopathic  medical  students.  The  Subcommittee  must  be  concerned  with  minimizing 
the  debt  load  of  our  graduates  if  they,  in  turn,  can  be  expected  to  hold  down  medical 
costs.  In  addition.  Exceptional  Financial  Need  Scholarships,  Financial  Aid  for 
Disadvantaged  Health  Professions  Students  Scholarships,  Loans  for  Disadvantaged 
Students,  and  Scholarships  for  Disadvantaged  Students  are  all  programs  that  must  be 
maintained  if  we  are  to  ensure  access  to  medical  education  by  underrepresented  groups. 

Mr.  Chairman,  although  we  are  generally  supportive  of  extending  the  House-passed  FY 
1996  funding  levels  for  Health  Professions  Education  to  fiscal  year  1997,  we  do  feel 
strongly  that  one  important  piece  of  H.R.  2127  and  its  report  should  be  revisited.  H.R. 
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2127  proposed  a  phase-out  of  the  Heahh  Education  Assistance  Loan  (HEAL)  Program 
effective  October  1,  1995.  Since  that  date,  no  HEAL  loans  have  been  available  to  first- 
time  borrowers.  This  action  has  created  a  special  hardship  for  osteopathic  medical 
students  who  rely  more  heavily  on  HEAL  than  any  other  source  of  financial  assistance. 
Elimination  of  HEAL  could  have  significant  negative  impact  on  osteopathic  medical 
education  at  both  ends  of  the  pipeline.  Otherwise  qualified  students  considering 
application  to  medical  school  might  find  this  opportunity  closed  because  of  their 
ineligibility  for  other  loans.  On  the  other  hand,  those  students  who  are  eligible  for  non- 
HEAL  loans  will  be  faced  with  an  increased  debt.  This  would  serve  as  a  disincentive  to 
practicing  in  primary  care  and/or  rural  settings  which  traditionally  provide  smaller  salaries 
than  specialities. 

In  addition,  revised  figures  on  the  cost  of  the  HEAL  program  indicate  that  it  is 
extraordinarily  cost-effective  to  both  students  and  taxpayers.  Based  on  this  information 
and  the  fact  that  osteopathic  medical  students  have  had  the  lowest  default  rate  among  all 
health  professions  students  who  have  HEAL  loans,  we  respectfiiUy  request  that  the 
Committee  restore  full  funding  for  the  HEAL  program. 

We  urge  the  Appropriations  Subcommittee  to  take  a  hard  look  at  the  ways  in  which 
dollars  are  allocated  and  used  to  influence  physician  careers. 

Much  of  the  Congressional  focus  in  shifting  production  of  physicians  from  medical  and 
surgical  specialists  to  primary  care  physicians  is  on  the  possible  reallocation  of  the 
Medicare  funds  available  for  graduate  medical  education.  While  it  is  important  to 
consider  reallocation  of  this  money  among  the  specialties  to  achieve  a  greater  support 
for  primary  care  residency  programs,  we  will  miss  many  opportunities  for  influencing  the 
career  decisions  of  physicians  if  the  government  only  focuses  on  postgraduate  training. 
This  is  because  students  must  make  their  choice  of  residency  well  before  the  beginning 
of  the  postgraduate  years.  The  real  opportunity  for  influencing  the  care  decision  is  at  the 
undergraduate  level.  Additionally,  colleges  of  osteopathic  medicine  have  found  that 
active  recruiting  of  students  from  rural  areas  leads  to  a  greater  commitment  to  primary 
care  by  those  students. 

Substantial  funds  are  made  available  for  residency  training  in  family  medicine  and  general 
internal  medicine.  As  stated  earlier,  we  recognize  the  value  of  these  funds  to  the 
maintenance  of  innovations  in  primary  care  graduate  medical  education,  and  support  their 
continued  funding.  But  we  need  comparable  opportunities  to  influence  our  students 
before  they  choose  their  residency  programs.  Therefore,  we  would  urge  allocations  of 
Medicare  general  revenues  and  Title  VII  health  professions  funds  to  the  education  of 
potential  primary  care  physicians  at  the  undergraduate  level. 

Mr.  Chairman,  in  conclusion  let  me  say  that  the  efforts  of  the  Subcommittee  in  support 
of  health  professions  education  assistance  programs  have  been  very  valuable.  However, 
more  must  be  done  if  we  are  to  meet  the  growing  need  for  primary  care  physicians  in  this 
country.  We  believe  that  the  colleges  of  osteopathic  medicine  will  continue  to  have  a 
positive  effect  on  this  problem  if  you  are  willing  to  work  with  our  programs  and  continue 
to  provide  resources.  We  call  upon  this  Subcommittee  and  Congress  to  move 
aggressively  in  the  directions  we  have  outlined. 

Thank  you  for  giving  us  the  opportunity  to  present  our  views.  Please  do  not  hesitate  to 
contact  me  if  you  have  any  questions. 


256 


STATEMENT  OF  DR.  REED  V.  TUCKSON,  PRESIDENT,  CHARLES 
R  DREW  UNIVERSITY  OF  MEDICINE  AND  SCIENCE,  ON  BE- 
HALF OF  THE  ASSOCIATION  OF  MINORITY  HEALTH  PROFES- 
SIONS SCHOOLS 

Mr.  Chairman  and  members  of  the  Subcommittee,  thank 
you  for  the  opportunity  to  present  the  views  of  the 
Association  of  Minority  Health  Professions  Schools  (AMHPS)  . 
I  am  Dr.  Reed  V.  Tuckson,  President  of  Charles  R.  Drew 
University  of  Medicine  and  Science,  and  President  of  the 
Association  of  Minority  Health  Professions  Schools  (AMHPS)  . 

AMHPS  is  an  organization  which  represents  eleven  (11) 
historically  black  health  professions  schools  in  the 
country.  Combined,  our  institutions  have  graduated  60%  of 
all  the  nation's  African-American  pharmacists,  50%  of  the 
African-American  physicians  and  dentists,  and  75  %  of  the 
African-American  veterinarians.  As  I  speak  today,  our 
eleven  schools  are  becoming  even  more  ethnically  and 
culturally  diverse  in  terms  of  Hispanic  students  and  Native 
American  students,  and  most  of  these  students  and  graduates 
matriculate  from  and  are  working  in  the  nation's 
underserved  rural  and  inner-city  communities. 

While  African-Americans  represent  approximately  12%  of 
the  U.S.  population,  only  2-3%  of  the  nation's  health 
professions  workforce  is  African-American.  Studies  have 
demonstrated  that  when  African-Americans  and  other 
minorities  are  trained  in  the  health  professions,  they  are 
much  more  likely  to  serve  in  medically  underserved  areas, 
more  likely  to  take  care  of  other  minorities  and  more 
likely  to  accept  patients  who  are  Medicaid  recipients  or 
otherwise  poor.  For  this  reason,  it  is  imperative  that  the 
federal  commitment  to  training  African-Americans  and  other 
minorities  in  the  health  professions  be  strong. 

In  spite  of  our  proven  success  in  training  minority 
health  professionals,  our  institutions  endure  a  financial 
struggle  that  is  inherent  in  our  missions  to  train 
disadvantaged  individuals  to  serve  in  underserved  areas. 
The  financial  plight  of  the  majority  of  our  students  has 
affected  our  schools  in  numerous  ways,  such  that  we  are  not 
able  to  depend  on  tuition  as  a  means  by  which  to  respond  to 
the  discontinuation  of  funding  or  other  forms  of  federal 
support  for  health  professionals  education.  Additionally, 
due  to  the  fact  that  the  patient  populations  served  by  the 
AMHPS  institutions  have  historically  been  poor,  our 
institutions  have  not  earned  money  from  the  process  of 
patient  care  at  the  time  when  the  average  medical  school 
gets  40  to  50%  of  its  revenue  from  patient  care. 

As  a  nation,  we  must  address  the  shocking  and 
disturbing  disparities  in  our  health  care  system.  In 
addition  to  a  higher  prevalence  of  violence  and  drug  use, 
minority  communities  have  a  higher  rate  of  infant 
mortality,  cancer,  emphysema,  stroke,  heart  disease,  AIDS, 
and  other  diseases.  Many  of  the  programs  supported  by  your 
Subcommittee  help  our  institutions  meet  these  challenges 
head  on.   We  are  committed  to  face  these  issues,  and  your 
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commitment  to  providing  resources  will  be  a  vital  component 
to  our  success. 

Specific  Key  Programs  Supported  by  AMHP8 

Health  Professions/Disadvantaaed  Minority  Training 

Mr.  Chairman,  there  have  been  several  reports 
recently,  including  reports  by  the  PEW  Foundation,  The 
Institute  of  Medicine,  and  the  Counsel  on  Graduate 
Education,  that  predict  a  general  over-supply  of  physicians 
and  other  health  care  providers.  This  is  not  the  case  at 
all  among  minority  providers  —  in  fact  the  opposite  is 
true.  This  nation  needs  many  more  minority  physicians, 
dentists,  pharmacists,  veterinarians,  and  allied  health 
professionals. 

The  health  professions  programs  supported  by  your 
subcommittee  are  the  only  federal  initiatives  that  are 
designed  to  deal  with  acknowledged  shortages  among  diverse 
populations  and  in  geographic  areas. 

The  Minority  Centers  of  Excellence  initiative,  the 
Health  Career  Opportunity  program  and  other  health 
professions  programs  recognize  and  support  the  institutions 
that  have  a  track  record  and  existing  mission  and 
commitment  ^to  addressing  those  shortages.  The  support 
provided  for  the  Centers  of  Excellence  program  represents, 
very  frankly,  the  difference  between  keeping  the  doors  open 
or  closed  at  several  historically  minority  health 
professions  schools. 

National  Institutes  of  Health 

The  historically  minority  institutions  which  I 
represent  today  are  committed  to  narrowing  the  health 
status  gap  among  minorities  when  compared  to  the  general 
population.  Our  institutions  can  achieve  this  national 
goal  by  improving  our  research  capabilities  through 
continued  development  of  our  research  labs,  faculty 
improvement,  and  other  learning  resources. 

Almost  every  health  professions  training  and  research 
institution  in  this  country  was  built  and  developed  with  a 
significant  contribution  from  federal  sources.  At  this 
stage  in  our  development,  we  are  prepared  to  accept  this 
same  kind  of  support. 

Two  programs  specifically  address  developing  the 
research  infrastructure  at  our  institutions: 

The  Research  Centers  at  Minority  Institutions  program 
at  NCRR  is  helping  us  develop  the  research  capability  to 
solve  health  problems  disproportionately  impacting 
minorities. 

Secondly,  the  Extramural  Facility  Construction  program 
at  NCRR  can  help  our  schools  catch  up  to  our  non-minority 
counterpart  institutions  by  providing  us  the  resources  to 
build  adequate  research  facilities. 


258 


We  were,  however  Mr.  Chairman,  disappointed  that 
despite  a  provision  in  the  facility  construction  statute 
that  designates  25%  of  appropriated  funds  to  Institutions 
of  Emerging  Excellence,  none  of  the  3  quality  applications 
by  minority  schools  were  funded  in  FY95'.  Instead,  the 
funding  went  to  5  non-minority  institutions.  We  believe 
that  NIH  has  not  followed  the  law  in  this  respect,  despite 
your  Subcoitanittee ' s  recommendation  that  they  do  so. 

Centers  for  Disease  Control 

Mr.  Chairman,  minority  populations  of  all  ethnic 
backgrounds  are  at  significantly  increased  risk  of 
infectious  disease,  low  birth  weight.  Hepatitis  B,  sexually 
transmitted  diseases,  tuberculosis,  and  other  chronic 
disorders. 

The  Centers  for  Disease  Control  has  taken  a  leadership 
role  in  combating  these  problems  by  supporting  initiatives 
to  control  infectious  and  chronic  diseases  among 
disadvantaged  minority  populations  through  CDC's  plan, 
"Addressing  Emerging  Infectious  Disease  Threats:  A 
Preventative  Strategy  for  the  United  States". 

With  additional  resources,  CDC  could  begin  to  support 
community-based  infectious  disease  prevention  programs  in 
each  state. I 

Strengthening  Historically  Black  Graduate  Institutions/ 
Higher  Education 

Title  III,  Part  B,  Section  326  is  a  program  of  extreme 
importance  to  the  AMHPS  institutions.  This  program  allows 
historically  black  graduate  institutions,  including  those 
represented  by  AMHPS  to  participate  in  the  Part  B  program 
for  strengthening  our  schools.  The  funding  from  this 
program  is  utilized  by  our  institutions  to  establish  and 
strengthen  development  offices,  to  begin  endowment 
development  campaigns  (a  definite  need  of  all  HBCUs) ,  and 
to  enhance  our  educational  capabilities  on  the  graduate 
level. 

The  Higher  Education  Act  Reauthorization  added  eleven 
(11)  Historically  Black  Graduate  and  Professional  Schools 
to  Section  326  of  Title  III,  making  sixteen  (16)  schools 
eligible  for  this  funding.  In  order  to  accommodate  these 
new  schools  at  the  minimum  funding  level  and  continue  the 
progress  being  made  at  existing  schools,  increased  funding 
is  a  necessity  in  the  fiscal  year  1997  appropriation  for 
this  program.  A  funding  level  of  at  least  $20  million  is 
necessary  to  accommodate  each  of  the  existing  and  the  11 
new  schools  added  during  the  reauthorization. 

For  the  hearing  record,  I  would  like  to  submit  a 
progress  report  from  our  institutions  which  have  received 
Title  III,  Sec. 326  support  since  the  beginning  of  the 
program.  I  hope  you  will  agree  that  we  have  made 
significant  progress. 
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Mr.  Chairman,  please  allow  me  to  offer  our  most 
sincere  appreciation  to  you  and  the  members  of  this 
subconunittee  for  the  support  they  have  provided  for  our 
institutions  and  their  students.  With  Congressional ly 
funded  programs  for  minority  health  and  health  professions 
education,  such  as  those  I  have  mentioned  today,  we  can 
overcome  the  disparity  in  health  care  in  this  country.  We 
must  be  careful  to  not  eliminate,  paralyze  or  strangle  the 
programs  that  have  proven  to  work.  There  are  success 
stories,  but  not  enough  of  them.  The  lack  of  participation 
by  minorities  in  medicine  and  in  the  sciences  is 
characteristic  of  a  long-term,  complex,  multi-faceted  set 
of  variables  which  will  require  a  sustained,  vigorous,  and 
visionary  commitment  from  our  high  schools,  colleges, 
medical  schools,  and  support  organizations  —  and  from  this 
Subcommittee  and  the  entire  Congress. 

I  am  pleased  to  respond  to  any  questions  you  may  have. 


STATEMENT  OF  PEGGY  CLARKE,  PRESIDENT,  THE  AMERICAN 
SOCIAL  HEALTH  ASSOCIATION 

I  submit  this  testimony  to  you  on  behalf  of  the  American  Social  Heath  Association, 
the  only  national  nonprofit  organization  dedicated  solely  to  the  elimination  of  all 
sexually  transmitted  diseases  (STDs).  For  over  eighty  years  the  American  Social 
Health  Association  has  combatted  America's  on-going  epidemic  of.  STDs  through 
programs  of  education,  research,  and  public  policy. 

I  appreciate  the  opportunity  to  provide  this  Subcommittee  with  information  about  the 
health  crisis  caused  by  the  skyrocketing  rates  of  STDs  in  America,  and  about  the 
programs  of  the  Centers  for  Disease  Control  and  Prevention  (CDC)  and  the  National 
Institutes  of  Health  (NIH)  that  combat  these  diseases.  Before  I  mention  our  funding 
recommendations.  I  will  take  a  brief  moment  to  highlight  the  consequences  of  the 
STD  epidemic  in  the  United  States. 

The  alarmingly  high  rate  of  STDs  is  one  of  the  most  critical  health  care  challenges 
facing  the  U.S.  today  due  to  extremely  high  infection  rates  in  young  people,  the 
severe  and  costly  consequences  for  women  and  infants,  and  the  role  STDs  play  as 
serious  risk  factor  for  HIV  transmission  and  a^  a  cause  of  cervical  cancer.  Every 
year  12  million  Americans  suffer  from  a  new  STD  infection.  This  figure  -  12  million 
annually,  or  33  thousand  every  single  day  -  represents  the  highest  STD  infection  rate 
in  the  entire  industrialized  world. 

Women  and  infants  are  disproportionately  affected  by  the.se  STDs.  Often,  these 
infections  show  no  symptoms  in  women,  resulting  in  dangerous  delays  in  treatment. 
Untreated  STDs  are  known  to  cause  cervical  cancer,  pelvic  inflammatory  disease, 
infertility,  life-threatening  ectopic  pregnancy,  and  an  increased  chance  of  HIV 
transmission.  Infants  can  contract  infections  in  utero  or  during  birth,  and  can  suffer 
premature  delivery,  eye  infections,  pneumonia,  brain  damage,  or  death. 
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Rcseaiclicrs  at  Johns  Hopkins  University  recently  reported  that  93%  of  all  cervical 
cancer  cases  are  caused  by  one  STD  -  human  papillomavirus  (HPV).  Five  thousand 
American  women  die  from  this  cancer  annually.  Every  year  16,000  new  cases  of 
invasive  cervical  cancer,  and  65,000  cases  of  precancerous  dysplasia  are  diagnosed 
in  the  U.S.  An  increased  effort  to  prevent  the  spread  of  STDs  such  as  HPV  would 
certainly  have  a  dramatic  effect  on  the  health  of  women  in  America.  The  urgency 
of  the  problem  is  highlighted  by  the  fact  that  recent  studies  have  shown  that  as  many 
as  46%  of  all  college-age  women  in  America  may  be  infected  with  HPV. 

STD  infections  are  most  common  in  America's  adole.scents  and  young  adults.  Two- 
thirds  of  all  infections  occur  in  persons  under  the  age  of  25.  One  out  of  every  five 
sexually  active  teenagers  has  acquired  an  STD  by  the  age  of  21.  Gonorrhea  rates 
remain  highest  among  women  under  the  "age  of  20.  Last  year,  the  CDC  reported  a 
7%  increase  in  gonorrhea  in  girls  ages  10-14.  This  disturbing  trend  places  young 
women  at  a  greatly  increased  risk  of  developing  life-threatening  medical 
complications. 

STDs  are  also  a  leading  risk  factor  for  HIV/AIDS.  Thus,  the  tragic  relationship 
between  STDs  and  HIV/AIDS  has  become  particularly  apparent  in  America's 
teenagers  and  young  women.  NIH  officials  have  reported  that  a  women  who  has 
gonorrhea  is  nine  times  more  likely  to  become  infected  with  HIV.  It  is  little  wonder, 
then,  given  the  gonorrhea  rates  among  young  women,  that  this  population  is  acquiring 
AIDS  at  a  higher  rate  than  any  other  demographic  group.  Men  with  syphilis 
experience  a  six  fold  increased  risk  of  HIV  infection.  As  HIV/AIDS  follows  the 
syphilis  epidemic,  we  see  fifteen  thousand  teenagers  infected  with  HIV  every  year. 
We  have  no  vaccine  against  HIV.  and  we  can  not  cure  AIDS,  but  we  can  help 
prevent  the  di.sea.se  by  stopping  the  STDs  that  facilitate  its  transmission.  STD 
prevention  is  AIDS  prevention.  If  this  Subcommittee  wants  to  reduce  the  incidence 
of  AIDS  among  America's  teenagers  and  in  other  populations,  you  must  invest  in  the 
CDC's  STD  prevention  program. 

In  addition  to  the  considerable  emotional  and  physical  toll  exacted  by  STDs,  the 
health  care  expenditures  are  also  staggering.  The  CDC  estimates  that  over  $8  billion 
is  spent  every  year  to  treat  STDs  and  their  consequences.  The  vast  majority  of  these 
expenses  could  be  saved  through  prevention  and  early  detection.  For  instance,  $2. 1 
billion  is  spent  every  year  .solely  on  the  treatment  of  chlamydia  and  its  costly  sequela 
of  pelvic  inflammatory  disease,  ectopic  pregnancy,  and  infertility.  However,  if 
chlamydia  is  diagnosed  in  the  early  stages,  treatment  costs  as  little  as  $2.25  per  case. 

Fortunately,  effective  programs  to  combat  the  STD  epidemic  do  exist.  Of 
considerable  note  is  the  CDC's  Infertility  Prevention  Program.  This  program 
focusses  on  screening  and  treatment  for  chlamydia  and  gonorrhea,  the  STDs  that 
cause  infertility.  In  the  one  area  of  the  country  where  this  program  has  been  fully 
implemented,  rates  of  chlamydia  infection  have  dropped  by  over  50%  in  every  age 
group,  and  4.500  young  women  have  been  saved  from  infertility.  In  addition,  studies 
are  showing  that  every  infection  detected  and  treated  in  the  early  stages  saves  $1,000 
in  health  care  expenditures.  Unfortunately,  lack  of  funding  has  constrained  the  CDC 
from  supporting  full  implementation  in  every  state.  In  fact,  some  states  with  very 
high  rates  of  infertility-related  STDs  are  still  without  Federal  funding  to  begin 
screening. 
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Every  year,  the  American  Social  Health  Association  joins  the  Coalition  to  Fight 
Sexually  Transmitted  Diseases  in  recommending  funding  levels  for  the  STD 
prevention,  treatment,  and  research  programs  of  the  Federal  government.  For  fiscal 
year  1997,  the  Coalition  recommend.s  that  the  Infertility  Prevention  Program 
receive  $17  million,  a  modest  $4  million  increase.  Mr.  Chairman,  with  the  proven 
track  record  of  this  program  I  suggest  that  this  $4  million  may  be  the  best  investment 
your  Subcommittee  can  make  to  improve  health  and  reduce  health  care  costs. 

In  addition  to  the  infertility  prevention  program,  funding  for  the  CDC's  STD 
programs  supports  the  efforts  of  state  and  local  health  departments  and  community- 
based  organizations  to  implement  prevention  strategies  that  are  responsive  to  this 
continually  changing  epidemic.  CDC  grants  to  States  support  essential  programs 
such  as:  STD  clinics,  partner  notification,  clinician  training,  education, 
epidemiological  surveillance,  and  targeted  prevention  programs.  For  these  grant 
programs,  the  Coalition  to  Fight  Sexually  Transmitted  Diseases  recommends 
fiscal  year  1997  funding  of  $106.2  million,  an  increase  of  $11  million. 

STD  research  conducted  by  the  NIH  provides  our  public  health  system  with  the  tools 
needed  to  track  and  control  the  STD  epidemic.  Advances  are  being  made.  For 
instance,  research  recently  produced  a  new  reliable,  inexpensive,  non-intrusive  test 
for  chlamydia,  as  well  as  a  single-dose  cure.  Looking  forward,  the  National  Institute 
of  Allergy  and  Infectious  Diseases  at  the  NIH  is  now  developing  topical 
microbicides.  which  will  provide  a  simple  and  effective  method  of  stopping  STDs  at 
the  point  of  transmission.  The  Coalition  to  Fight  Sexually  Transmitted  Diseases 
recommends  fiscal  year  1997  funding  of  $75.5  million  for  the  STD  Branch  of  the 
NIAID.  Funding  at  this  level  will  allow  increased  research  into  the  role  of  STD 
treatment  in  HIV  prevention,  vaccines,  diagnostics,  and  testing  topical  microbicides. 

Mr.  Chairman,  I  am  submitting  testimony  relating  to  STDs,  but  in  the  end  my 
testimony  has  really  focussed  on  cervical  cancer.  HIV/AIDS,  infertility,  and  sick 
newborns.  An  investment  in  Federal  STD  prevention  and  research  programs  will 
yield  enormous  dividends  in  ameliorating  these  problems.  Certainly,  STDs  are  too 
costly  to  ignore. 


STATEMENT  OF  DR.  JOHN  TONEY,  MEDICAL  DIRECTOR,  FLOR- 
IDA HIV/STD/TB  TRAINING  CENTER,  UNIVERSITY  OF  SOUTH 
FLORIDA 

It  is  an  honor  for  me  to  provide  this  Subcommittee  with  information  about  the  STD 
problem  from  my  perspective  as  a  physiciaa  and  director  of  the  STD  training  center 
in  Florida.  Those  of  us  who  administer  STD  programs  are  confronted  with  an  almost 
impossible  task:  We  must  combat  an  complex  and  growing  epidemic  of  sexually 
transmitted  diseases  with  far  less  relative  money  than  we  had  in  the  1940's,  when 
America  was  only  worried  about  one  STD-syphilis. 

I  would  like  to  focus  my  remarks  on  two  aspects  of  Ms.  Clarke's  funding 
recommendations.  Her  recommendation  includes  $2  million  to  improve  physician 
training  in  the  diagnosis  and  treatment  of  STDs  and  a  $3  million  increase  for  a 
.special  syphilis  initiative.  I  can  tell  you  from  first-hand  experience  that  funds 
appropriated  for  these  purposes  will  be  money  extremely  well  spent. 


Willi  icspccl  lo  the  mcdiciil  ccliiciiliim  iniliativc.  I  c;iii  icialc  to  you  from  sliidics  thai 
I  have  personally  undertaken  that  funding  is  desperately  needed  to  improve  physician 
(raining  in  STD  diagnosis  and  treatment.  A  survey  I  conducted  of  medical  students, 
residents,  and  trained  physicians  in  one  area  revealed  that  significant  numbers  of 
physicians  and  physician  trainees  do  not  knovi'  the  correct  treatment  for  some  of  the 
most  common  sexually  transmitted  diseases.  In  my  survey,  only  66%  of  respondents 
knew  the  "treatment  of  choice"  for  syphilis.  Twenty  percent  did  not  know  the  correct 
"treatment  of  choice"  for  chlamydia. 

Fortunately,  in  Florida,  we  have  established  an  STD  training  center  for  physicians 
and  nurses.  Since  1988,  wc  have  trained  nearly  5,000  physicians  and  nurses  from 
public  health  clinics  and  private  practice  .settings  in  the  latest  skills  for  the  diagnosis 
and  treatment  of  STDs.  While  our  program  has  been  effective,  it  should  merely 
augment  prior  education.  Training  in  STD  treatment  and  diagnosis  should  not  be  an 
after  thought  in  a  physician's  education.  Significantly  more  young  physicians  are 
entering  "primary  care"  medicine  where  they  will  be  the  finst  to  encounter  patients 
with  a  variety  of  STDS.  STD  training  needs  to  be  an  emphasized,  vital  part  of  the 
medical  school  curriculum.  The  funding  that  Ms.  Clarke  proposes  would  enable  the 
CDC  to  pursue  increased  training  at  the  medical  school  level. 

With  respect  to  syphilis,  we  in  Florida  have  had  all  too  much  tragic  experience.  Mr. 
Chairman,  it  is  a  disgrace  that  America  continues  to  .struggle  with  periodic  epidemics 
of  syphilis  while  mo.st  other  industrialized  nations  have  significantly  reduced  this 
disease.  Those  of  us  on  the  front  lines  of  public  health  know  what  to  do,  but  the 
limiting  factor  is  money.    Our  experience  in  Florida  demonstrates  this  clearly. 

In  the  mid-I980's.  Florida  experienced  an  outbreak  of  syphilis  surpassing  anything 
we  had  seen  in  the  past.  Well  over  8,000  cases  of  infectious  syphilis  and  over  600 
cases  of  congenital  syphilis  in  newborn  infants  were  reported  annually  at  that  time. 
Fortunately,  the  CDC  recognized  this  public  health  emergency  and  provided  our  state 
and  local  health  departments  with  resources.  Additional  disease  intervention 
specialists  were  detailed  to  Florida,  and  additional  funding  enabled  us  to  intensify 
prevention  and  treatment  programs.  This  was  not  a  shot  in  the  dark.  We  all  knew 
that  this  initiative  would  yield  results,  and  it  has.  Since  the  inception  of  this 
concerted  effort,  the  syphilis  rate  in  Florida  has  dropped  dramatically.  The  number 
of  syphilis  infections  reported  in  1995  was  95%  lower  than  seven  years  ago. 
Congenital  syphilis  in  newborns  has  dropped  by  84%.  The  formula  in  our  struggle 
against  syphilis  has  been  local  expertise  matched  with  Federal  funding.  We  know 
what  needs  to  be  done,  but  without  the  infusion  of  Federal  dollars,  we  would  still  be 
struggling  with  astronomical  syphilis  rates. 

Let  me  emphasize  one  other  point:  America  is  a  mobile  society  with  people  moving 
from  state  to  state  daily,  and  STDs  do  not  stop  at  the  state  lines.  No  state  can 
address  syphilis  or  any  other  STD  problem  if  the  epidemic  rages  on  in  the  states  that 
surround  it.  If  you  look  at  a  map  of  the  syphilis  epidemic,  it  runs  up  and  down  the 
1-95  corridor  and  along  the  Mississippi  river.  In  other  words,  as  individual  Members 
of  Congress,  you  will  accomplish  little  by  merely  extracting  a  larger  share  of  the 
CDC's  STD  budget  for  your  state.  The  budget  the  CDC  can  make  available  across 
the  nation  must  grow  if  you  want  to  .see  a  drop  in  STDs  in  your  own  districts. 
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Florida's  syphilis  problem,  while  reduced,  continues.  Even  with  our  declining  rates, 
we  still  saw  94  babies  born  in  Florida  last  year  with  syphilis.  That's  more  than  most 
European  countries  have  seen  in  the  past  decade.  Of  additional  concern,  as  Ms. 
Clarke  outlined  for  you,  is  the  risk  that  syphilis  poses  in  terms  of  HIV  transmission. 
The  state  of  Florida  is  bracing  for  the  increase  in  HIV/AIDS  among  adults, 
adolescents  and  infants  that  we  anticipate  as  a  result  of  our  recent  syphilis  epidemic. 

I  think  our  experience  in  Florida  demonstrates  to  you  the  wisdom  of  an  additional 
CDC  investment  in  syphilis  (and  other  STD)  prevention  and  treatment  as  Ms.  Clarke 
has  recommended.  Please  use  our  effort  as  a  model  for  what  you  here  in  Congress 
can  do  to  address  this  public  health  emergency  and  international  stigma.  Much  work 
needs  to  be  done:  in  1994.  Mississippi  reported  over  4.500  cases  of  syphilis;  Illinois 
reported  over  250  cases  of  congenital  syphilis  in  newborns;  and  Baltimore  saw  an 
83%  increase  in  syphilis  cases  just  last  year.  As  someone  who  has  seen  the  impact 
of  STDs  first-hand--the  sick  babies,  the  HIV/AIDS  infections  in  young  people--I  urge 
you  to  provide  the  $123.2  mijlion  that  Ms.  Clarke  has  recommended  to  you. 


STATEMENT  OF  DREW  ALLBRITTEN,  EXECUTIVE  DIRECTOR, 
THE  AMERICAN  ASSOCIATION  FOR  ADULT  AND  CONTINU- 
ING EDUCATION 

Mr.  Chairman,  Mr.  Harkin  and  members  of  the  Subcommittee,  my  name  is  Dr.  Drew 
Allbritten.  I  am  the  Executive  Director  of  The  Association  for  Adult  and  Continuing 
Education  (AAACE).  I  appreciate  the  opportunity  to  testify  before  the 
Subcommittee.  Based  on  the  collective  memories  of  those  affiliated  with  my 
association,  this  is  the  first  time  this  Subcommittee  has  heard  a  witness  speaking 
specifically  in  support  of  Adult  Literacy  and  Adult  Education  Programs. 


The  American  Association  for  Adult  and  Continuing  Education  (AAACE)  is  the 
nation's  premier  organization  dedicated  to  enhancing  the  lives  of  adult  learners. 
AAACE' s  members  are  from  Secondary  and  Post  secondary  education,  business  and 
labor,  the  military  and  government,  and  from  community  based  organizations.  In 
addition  to  being  AAACE's  Executive  Director,  I  serve  in  leadership  roles  in  the 
National  Coalition  of  Literacy,  the  Coalition  of  Life  Long  Learning  Organizations 
and  the  National  Coalition  for  Technology  in  Education  and  Training. 

As  the  Subcommittee  members  may  know,  according  to  the  1 992  National  Adult 
Literacy  Survey,  nearly  50%  of  all  the  nation's  adults  are  at  the  basic  skill  level  or 
below.  This  tragically  means  that  nearly  90  million  Americans  cannot  even  handle 
an  entry-level  job  without  some  additional  education  and  training.  The 
Congressional  commitment  to  insure  that  the  nation  can  compete  globally  presents 
an  important  argument  for  expanding  support  for  adult  literacy  and  adult  education 
programs.  I  feel  confident  that  none  of  the  members  of  this  committee  overlook  the 
positive  economic  impact  of  providing  support  for  adult  education  and  literacy 
programs.  This  view  in  fact  seems  to  represent  a  broadly  held  political  consensus  that 
reaches  across  the  isle  to  both  parties.  The  issue  or  question  is:  can  we  support  this 
consensus  with  adequate  Federal  funding? 
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In  a  recent  letter  to  Senator  Kasscbaum  Secretary  Riley  of  the  Department  of 
Education  made  the  following  statement:  "There  is  great  unmet  need  for  these  (adult 
education  and  literacy)  services,  and  demand  is  likely  to  increase  still  further  if 
welfare  reform  moves  AFDC  recipients  into  adult  education  as  part  of  their 
preparation  to  become  self-sufficient  by  the  time  their  eligibility  expires.  Federal 
expenditures  are  a  relatively  high  percentage  of  total  funds  for  adult  education 
compared  with  other  federally  supported  education  programs:  reducing  or  diverting 
these  funds  could  be  devastating  to  the  adult  education  system's  ability  to  meet  the 
need  for  services."  Clearly  these  statements  support  the  position  held  by  the 
American  Association  for  Adult  and  Continuing  Education. 

There  are  approximately  90  million  people  in  this  nation  who  are  functionally 
illiterate.  These  Americans  are  "at  risk."  They  are  "at  risk"  of  being  unemployed; 
they  are  "at  risk"of  needing  to  be  on  welfare;  they  are  "at  risk"  of  resorting  to  a  life 
of  crime. 

There  are  also  large  numbers,  millions,  of  the  functionally  illiterate  who  are 
unemployed.  What  would  be  the  cost  of  helping  all  90  million  achieve  literacy?  If 
we  dedicated  merely  $10  per  person,  it  would  cost  $900  million;  or  $100  per  person, 
the  figure  would  be  $9  billion.  However,  to  be  truly  effective,  a  more  realistic  figure 
would  be  $1,000  per  person  or  $90  billion  to  help  those  90  million  people  achieve 
literacy.  In  this  estimate  of  need,  I  am  quoting  Senator  Jeffords  fi-om  a  speech  he 
made  on  the  Senate  floor  last  October. 

At  this  time,  based  on  fiscal  year  1995  appropriations,  we  spend  only  $3.10  on  each 
"at  risk"  functionally  illiterate  adult.  In  other  words  we  spend  only  0.3  of  one 
percent  ...less  than  one-half  of  one  percent...  of  the  amount  that  many,  including 
Senator  Jeffords,  have  recommended  is  necessary  to  adequately  meet  the  need. 

As  far  as  unemployment  is  concerned,  the  figures  are  less  specific;  but  we  do  know 
that  for  every  space  we  have  for  employment  training  now,  there  are  10  people  who 
are  unemployed  or  underemployed  who  desire  that  slot.  That  leaves  nine  people  who 
desire  this  training  who  are  unserved  for  every  one  who  receives  training. 

Experience  tells  us  all  that  the  incentive  created  to  get  people  off  welfare,  combined 
with  the  incentives  we  now  have  in  employment  training  to  try  and  move  people  off 
the  unemployment  rolls  will  almost  certainly  result  in  what  is  referred  to  as 
creaming.  In  creaming,  the  emphasis  will  be  to  focus  the  funds  on  those  for  whom  it 
is  easiest  to  get  off  welfare  and  to  get  employment.  That  means,  however,  those  who 
need  the  funding  and  education  the  most,  those  who  are  on  welfare  now  and  have 
been  on  welfare  for  many  years,  will  probably  have  no  opportunity  to  get  the 
education  they  need  because  States  have  responded  to  incentives  to  focus  resources 
in  other  directions. 

Mr.  Chairman,  as  the  members  of  this  subcommittee  know  while  adult  education 
funding  did  grow  modestly  in  the  early  1990's  the  funding  level  for  adult  education 
has  been  flat  and  decreasing  since  1993.  The  fiscal  year  1996  proposal  by  the  Senate 
provides  on  $3.01  of  support  for  each  functionally  illiterate  adult.  The  House 
proposal  would  provide  $2.87  for  each  "at  risk"  adult.  It  is  clear  to  see  that  we  are 
falling  further  and  further  behind  to  meet  the  need  of  this  critical  area. 
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We  are  all  aware  of  the  funding  constraints  that  the  Congress  and  this  Committee 
faces  in  meeting  the  needs  of  many  important  programs  in  your  jurisdiction.  Adult 
education  and  literacy  programs  however  yield  rich  dividends  for  the  nation,  our 
economy  and  our  international  competitiveness.  Even  in  tough  times  good  programs 
merit  and  are  given  increases  by  this  subcommittee.  Without  adequate  funds  "at 
risk"  adults  have  three  career  options:  crime,  unemployment  or  welfare.  We  all 
know  that  programs  to  combat  crime,  unemployment  and  welfare  are  more  costly 
than  adult  education  and  literacy  programs.  AAACE  would  urge  the  subcommittee 
to  help  prevent  these  "at  risk  "  adults  from  having  to  enter  these  costly  programs. 

One  additional  point  needs  to  be  made  about  the  cost  effectiveness  of  adult  education 
and  literacy  programs.  According  to  the  U.  S.  Department  of  Education  only  14  % 
of  all  adult  education  and  literacy  program  services  are  provided  by  full  time 
employees.  Therefore,  86%  of  adult  education  and  literacy  programs  are  provided  by 
part  time  and  volunteer  teachers.  Therefore,  this  field  is  one  of  the  most  cost 
effective  service  providers  of  any  Federally  supported  program. 

Therefore,  the  American  Association  for  Adult  and  Continuing  Education  requests  an 
increase  of  10  %  over  last  years  level.  This  would  bring  us  back  to  the  Fiscal  year 
1994  level  of  $3.40  of  support  for  each  "at  risk"  adult.  We  feel  this  would  help  the 
program  catch  up  to  the  level  it  would  have  been  funded  at  had  it  kept  up  with 
inflation  for  the  last  four  years. 

Mr.  Chairman,  at  this  point  I  would  urge  the  Subcommittee  and  staff  to  provide 
increases  for  Adult  Education  programs. 

Mr.  Chairman,  as  I  have  been  told  that  the  generosity  of  the  Subcommittee  is 
inversely  related  to  the  length  of  a  witness'  testimony  I  will,  therefore,  conclude  my 
statement  at  this  point. 

STATEMENT  OF  DR.  GRANT  ANHALT,  PROFESSOR  OF  DER- 
MATOLOGY AND  PATHOLOGY,  JOHNS  HOPKINS  SCHOOL  OF 
MEDICINE,  ON  BEHALF  OF  THE  AMERICAN  ACADEMY  OF 
DERMATOLOGY 

Mr.  Chairman  and  members  of  tiie  Subcommittee: 

My  names  is  Dr.  Grant  AnhalL  I  am  a  Professor  of  Dermatology  and  Pathology  at 
the  Johns  Hopkins  School  of  Medicine  in  Baltimore.  Maryland.  I  am  a  member  of 
the  American  Academy  of  Dermatology  (Academy)  and  sit  on  the  Academy's  Liaison 
Committee  for  the  National  Institute  of  Arthritis.  Musculoskeletal  and  Skin  Disease. 

My  colleagues  and  our  patients  thank  you.  Chairman  Specter,  and  members  of  the 
Subcommittee  for  your  continued  support  for  the  National  Institutes  of  Health  (NIH) 
and  the  Centers  for  Disease  Control  and  Prevention  (CDC).  Without  your  support, 
these  two  critical  federal  programs  would  be  without  funding  for  the  current  fiscal 
year. 

The  American  Academy  of  Dermatology  supports  a  funding  increase  of  6.5%  for 
the  NIH  in  fiscal  year  1 997.  We  concur  with  the  NIAMS  Coalition,  the  Ad  Hoc  Group 
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for  Medical  Research  and  Federation  of  American  Societies  for  Experimental 
Biology  (FASEB).  that  this  amount  represents  the  investment  necessary  to  sustain 
the  NIH  through  the  next  fiscal  year. 

Our  biomedical  research  complex  is  an  intricate  relationship  of  academia,  industry, 
and  the  federal  government  The  NIH  is  the  primary  funding  source  for  basic 
research  through  universities  and  independent  research  institutions.  This  synergy 
has  alleviated  suffering  for  millions  of  Americans  by  fostering  the  development  of 
innovative  drugs  and  vaccines.  Support  for  biomedical  research  has  also  been  very 
good  for  our  economy.  This  investment  has  spawned  the  development  of  the 
biotechnology  industry.  There  are  now  over  1 .200  biotech  firms  in  the  United 
States.  According  to  the  FDA  Council,  medical  research  annually  contributes  an 
estimated  $40  billion  to  our  economy  in  non-health  areas  from  spin-off  discoveries 
in  fields  such  as  fiber  optics,  improved  freeze-drying  technologies,  and  detergent 
enzymes. 

The  work  supported  by  the  NIH,  and  especially  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Diseases  (NIAMS)  is  crucial  to  our  fight  against  chronic, 
debilitating  and  sometimes  fatal  skin  diseases.  Skin  disease  is  an  important  health 
concern  for  this  country.  This  year,  60  million  Americans  will  be  affected  by  a  skin 
disease,  costing  our  economy  over  $7  billion  in  medical  care  and  lost  wages.  A 
6.5%  increase  in  the  budget  of  the  NIAMS  would  translate  into  an  appropriation  of 
$258  million  -  less  than  2%  of  the  costs  of  skin  disease. 

According  to  NIAMS,  opportunities  exist  in  several  areas  of  basic  researt^  that 
should  be  pursued,  but  will  not  bear  fruit  because  of  the  threat  of  real  cuts  to  NIAMS 
and  to  the  NIH  as  a  whole.  A  breakthrough  in  the  area  of  nonhealing  wounds  would 
prt)vide  relief  to  thousands  of  patients  and  to  our  economy.  A  recent  NIAMS 
woricshop  on  wound  healing  identified  new  avenues  for  researt^h^  in  this  area. 
Improvements  in  our  understanding  of  how  the  skin  heals  itself  would  improve  the 
lives  of  patients  suffering  from  epidermolysis,  pemphigus,  and  other  blistering  skin 
diseases:  it  would  reduce  the  amount  of  money  spent  each  year  by  the  Medicare, 
Medicaid  and  private  insurers  for  the  treatment  of  pressure  ulcers  in  the  bed- 
ridden elderiy  and  disabled;  it  would  decrease  the  convalescence  time  of  individuals 
with  bums  and  injuries  as  well  as  surgical  patients. 

Basic  clinical  researt^  in  melanoma  and  nonmelanoma  skin  cancers  must  also  be 
supported.  The  incidence  of  skin  cancer  continues  to  increase  at  an  alarming  rate, 
much  faster  than  for  any  other  cancer.  About  1  million  new  cases  of  skin  cancer  will 
be  diagnosed  in  the  United  States  this  year.  It  is  not  only  the  most  prevalent  form  of 
cancer,  but  skin  cancer  also  outnumbers  all  other  cancers  (breast,  lung,  etc) 
combined.  In  1 930,  the  incidence  of  malignant  melanoma,  the  most  virtjient  form  of 
skin  cancer,  was  one  person  in  1 ,500.  In  1 996,  the  incidence  of  malignant 
melanoma  will  increase  1 2%  frt)m  1 995.  Neariy  one  in  every  six  Americans 
afflicted  with  malignant  melanoma,  about  7.300,  will  die  this  year  from  this  deadly 
cancer. 

Recent  breakthrt)ughs  in  understanding  moles,  how  the  skin  responds  to  damaging 
UV  radiation  (from  all  sources],  the  discovery  of  cytokines,  as  well  as  the  discovery  of 
genetic  links  to  the  development  of  melanoma  provide  new  opportunities  for  us  to 
learn  about  how  to  better  combat  skin  cancer.  A  increase  of  6.5%  would  provide 
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continued  funding  for  the  National  Cancer  Institute's  (NCI)  efforts  to  develop  a 
vaccine  against  melanoma.  A  recent  clinical  trial  of  a  melanoma  vaccine  conducted 
by  the  NCI  demonstrated  the  potential  benefits  of  vaccine  therapy  by  inducing 
patients  to  manufacture  cancer-killing  cytotoxic  T  lymphocytes  and  reducing  the  size 
of  the  cancer.  Cleariy,  vaccine  research  has  shown  promise,  but  additional 
research  is  warranted. 

The  Academy  also  supports  adequate  funding  for  the  National  Institute  for  Allergy 
and  Infectious  Diseases  (NIAID).  Many  skin  diseases  are  due  to  immunologic  or 
allergic  disorders.  Collaborative  efforts  between  the  NIAID  and  NIAMS  may  lead  to 
important  breakthroughs  in  our  understanding  of  how  the  immune  system 
functions  and  why  is  may  not  work.  Advances  in  our  understanding  of  autoimmune 
disease  is  very  important  to  those  patients  suffering  from  skin  and  connective 
tissue  diseases  such  as  scleroderma,  alopecia  areata,  dermatomyositis,  vitiligo  and 
others. 

Members  of  the  American  Academy  of  Dermatology  remain  actively  involved  in  the 
care  and  treatment  of  patients  with  sexually  transmitted  diseases  (STDs).  The 
Academy  is  concerned  about  the  still  high  levels  of  STDs  in  our  country  and 
supports  continued  research  by  the  NIAID  on  STDs,  including  HIV,  the  virus  that 
causes  AIDS.  As  part  of  this  effort,  the  Academy  is  very  supportive  of  the  NIAID 
prxjgram  to  develop  topical  microbicides. 

As  the  skin  is  our  fir^  defense  against  disease  and  toxins  in  the  envirxDnment,  the 
Academy  supports  an  increase  for  the  National  Institute  of  Envirxjnmental  Health 
Sciences  (NIEHS).  Our  specialty  has  taken  the  lead  on  envirx)nmental  hazarxis  that 
effect  the  skin  -  at  home  and  at  work.  The  effects  of  the  deteriorating  envirT)nment 
on  our  skin,  occupational  skin  disease  and  exposure  to  UV  radiation  in  the 
woricplace  ar^  of  gr^at  concern  to  the  Academy.  Increased  funding  for  the  NIEHS 
will  allow  expanded  research  on  toxins  and  their  effects  in  the  woricplace.  As 
occupational  skin  disease  is  one  of  the  ten  leading  woric-related  disorxJer^,  a  better 
understanding  of  the  interaction  of  chemicals  with  the  human  skin  would  have  a 
positive  impact  on  our  economy. 

The  worSc  of  the  National  Institute  on  Aging  is  also  important  Understanding  the 
mechanism  of  skin  aging,  including  photoaging,  is  very  important  to  the  health  and 
well-being  of  our  rapidly  aging  population.  This  knowledge  would  be  useful  in 
encouraging  more  efficient  wound  healing  in  the  elderly. 

The  Academy  is  ver^  encouraged  by  the  level  of  commitment  of  the  Center  for 
Disease  Contrx)!  and  Prevention  to  reducing  the  incidence  of  skin  cancer.  Last  year, 
the  CDC  called  the  incidence  of  skin  cancer  an  "undeclared  epidemic."  and  we 
heartily  agree.  To  date,  five  states  (Arizona.  California,  Georgia,  Hawaii,  and 
Massachusetts)  ar^  working  to  educate  young  children  and  their  caregivers  about 
sun  protection  and  skin  cancer  prevention. 

Skin  cancer  is  preventable.  A  determined  public  health  effort  of  prevention, 
education  and  early  detection,  combined  with  basic  medical  research  into  the 
mechanisms  of  skin  cancer,  will  reduce  the  incidence  of  skin  cancer  and  skin 
cancerMelated  deaths.  The  Academy  believes  that  this  important  skin  cancer 
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prevention  program  should  receive  a  fiscal  year  1 997  appropriation  of  $1 .8  million. 
With  additional  resources  the  CDC  will  be  able  to  enhance  its  National  Skin  Cancer 
Prevention  Education  program,  the  CDC  will  be  able  to  increase  health 
communication  efforts  with  its  national  partners  to  inform  the  public  about  healthy 
sun  behaviors,  strengthen  professional  education  activities  to  enhance  the 
knowledge  and  skills  of  health  care  providers  in  the  areas  skin  cancer  prevention, 
disseminate  school  health  guidelines  related  to  skin  cancer  prevention,  and  monitor 
behavioral  risk  factors  for  skin  cancer. 

Mr.  Specter  and  members  of  the  Subcommittee.  I  appreciate  your  attention  and  the 
opportijnity  you  have  given  the  American  Academy  of  Dermatology  to  present  its 
views  on  fiscal  year  1 997  appropriations. 


vSTATEMENT  OF  THE  LUPUS  FOUNDATION  OF  AMERICA 

The  Lupus  Foundation  of  America  represents  the  nearly  2-niiIlion 
Americans  living  with  systemic  lupus  erythematous.   If  you  think  the 
disease  is  difficult  to  spell  or  pronounce,  you  should  try  living  with  it. 

First,  let  us  begin  with  the  text  book  definition  of  lupus.   Lupus  is 
a  chronic,  inflammatory  disease  in  which  the  body's  immune  system  fails 
to  serve  its  normal  protective  functions  and  instead  forms  antibodies  that 
attack  healthy  tissues  and  organs.   In  layman's  terms,  it's  your  body 
turning  against  itself.   The  disease  is  hard  to  diagnose,  difficult  to  live 
with,  incurable,  and  can  be  life  threatening. 

Lupus  is  often  called  a  "woman's  disease"  because  90%  of  lupus 
patients  are  women.    Lupus  occurs  10  to  15  times  more  frequently  among 
adult  females  than  among  adult  males.   The  Lupus  Foundation  of 
America  conducted  a  market  research  study  in  1994.   The  study  showed 
that  as  many  as  1  out  of  every  102  women,  and  1  out  of  every  62  African 
American  and  Hispanic  women,  may  have  lupus. 

There  are  three  types  of  lupus:    discoid,  systemic  and  drug-induced 
lupus.    Discoid  lupus  is  always  limited  to  the  skin  and  is  identified  by  a 
rash  that  may  appear  on  the  face,  neck  or  scalp.   Systemic  lupus  is 
usually  more  severe  than  discoid  lupus  and  can  affect  almost  any  organ 
or  system  of  the  body  including  lungs,  kidneys,  blood  or  other  organs  or 
tissues.   Generally,  no  two  people  with  systemic  lupus  will  have  identical 
symptoms.   Certain  prescribed  drugs  can  create  a  lupus-like  syndrome 
called  drug-induced  lupus  which  is  similar  to  systemic  lupus. 

At  i,he  present  time,  the  cause  of  lupus  is  unknown.   While 
scientists  believe  there  is  a  genetic  predisposition  to  the  disease,  it  is 
known  that  environmental  factors,  such  as  infections,  antibiotics, 
ultraviolet  light,  extreme  stress  and  certain  drugs,  also  play  a  critical  role 
in  triggering  lupus. 

Lupus  is  a  disease  that's  difficult  to  live  vyith.   Symptoms  often 
come  and  go  without  warning.   The  attacks  can  range  from  mild 
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discomfort,  to  those  requiring  extensive  hospitalization.    No  two  lupus 
patients  aire  alike.   But  the  one  thing  we  all  have  in  common,  is  a  desire 
for  a  cure.   The  first  step  in  developing  a  cure  is  knowing  what  causes 
lupus.    This  is  where  research  plays  an  important  role. 

The  Lupus  Foundation  of  America  is  a  nationwide  network  of 
patients  and  their  families.   Last  year,  our  members  donated  nearly 
400,000  volunteer  hours  to  reusing  funds  that  were  used  to  support  our 
own  research,  education,  and  support  programs.    But  the  amount  of 
funds  lupus  patients  and  their  family  members  can  raise  on  their  own  is 
limited.   Managing  a  chronic  disease,  while  maintsdning  our  own 
individual  and  family  lives,  can  be  extremely  difficult.   Federal  support  of 
medical  research  is  critical  if  we  are  ever  to  find  a  cause  and  a  cure  for 
lupus. 

The  Lupus  Foundation  of  America  would  like  to  thank  the 
members  of  the  subcommittee  for  your  effort  to  keep  the  National 
Institutes  of  Health,  and  in  particular  the  National  Institute  for 
Arthritis,  Musculoskeletal  and  Skin  Diseases,   funded  during  this  current 
fiscal  year.    It  is  extremely  important  to  people  with  lupus  that  research 
continue  without  interruption. 

The  outlook  for  lupus  patients  has  significantly  improved  over  the 
last  two  decades.   Better  diagnostic  techniques,  evaluation  methods  and  a 
more  cautious  use  of  medications  have  given  physicians  the  tools  to 
manage  lupus  symptoms  and  complication  more  effectively.   But  a  cure 
still  is  not  within  sight. 

The  Lupus  Foundation  of  America  urges  the  members  of  this 
subcommittee  to  support  funding  for  the  National  Institute  of  Arthritis. 
Musculoskeletal  and  Skin  Diseases  at  the  $258  million  dollar  level 
recommended  by  the  Coalition  of  Patient  Advocates  for  Skin  Disease 
Research,  of  which  the  Lupus  Foundation  of  America  is  a  member. 

This  year  we  estimate  that  43,000  people  will  call  the  Foundation's 
information  hotline.   Most  of  the  callers  are  individuals  recently 
diagnosed  with  lupus.   They  seek  answers  to  this  mysterious  disease. 
They  seek  a  cause  and  they  seek  a  cure.   Federally  supported  research  is 
very  important  to  obtaining  both. 


STATEMENT  OF  RALPH  A.  BRADSHAW,  PRESIDENT,  FEDERA- 
TION OF  AMERICAN  SOCIETIES  FOR  EXPERIMENTAL  BIOL- 
OGY 

Mr.  Chairman,  I  am  Dr.  Ralph  A.  Bradshaw,  professor  of  Biological  Chemistry  at  the 
University  of  California,  Irvine.  I  appear  before  you  today  as  President  of  the 
Federation  of  American  Societies  for  Experimental  Biology,  an  organization  of  10 
scientific  societies  and  some  44,000  members  who  perform  biological  research  at  major 
universities,  government  laboratories  and  research  institutes  throughout  the  U.S.  First, 
let  me  commend  the  Chairman  and  members  of  this  Subcommittee  for  your  splendid 
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leadership  in  providing  full-year  funding  forNIH  in  fiscal  1996  with  an  appropriations 
increase  of  5.7%.  Your  actions  have  made  it  clear  that  Congress  and  the  American 
people  believe  that  NIH  is  uniquely  important  and  that  biomedical  research  is  a  major 
national  priority.  We  of  the  biomedical  research  community  are  grateful  for  your  sound 
judgment  and  foresight. 

NIH  is  the  principal  biomedical  research  agency  of  the  federal  government  and  the 
world's  leading  biomedical  research  organization.  It  is  estimated  that  in  the  50  years 
since  the  end  of  Worid  War  II,  more  than  90%  of  the  revolutionary  advances  in  medical 
research  have  resulted  from  NIH  funding.  NIH  supports  over  60%  of  the  health  research 
performed  in  colleges  and  universities  throughout  the  United  States,  and  by  providing 
the  resources  to  conduct  this  research,  NIH  has  created  an  era  of  unprecedented 
opportunity  for  scientific  advances.  Continued  support  for  these  efforts  can  only  result 
in  further  scientific  advances,  opportunities  for  improved  health,  and  economic  benefits 
to  society. 

For  fiscal  1997,  FASEB  recommends  that  NIH  receive  an  appropriation  of 
SI 2.7  billion.  This  is  a  6.5%  increase  over  the  funding  level  for  the  current 
fiscal  year.  The  full  details  of  our  NIH  recommendation  are  spelled  out  in 
the  report  of  our  annual  funding  consensus  conference  which  I  have 
provided  to  the  Subcommittee. 

NIH  ACCOMPLISHMENTS 

Past  discoveries  in  basic,  untargeted  research  provide  the  means  for  future  benefits  from 
biomedical  applications.  Two  contemporary  examples  of  this  process  are  the  drugs  for 
treating  AIDS  and  the  tests  for  screening  blood  for  HIV.  Both  resulted  from  a  solid 
foundation  of  research  performed  more  than  20  years  ago,  even  before  HIV  had  been 
identified  and  AIDS  had  emerged.  The  ability  to  screen  blood  for  HIV  that  was  possible 
restored  the  safety  of  blood  used  for  transfusions  in  record  time  and  thus  saved 
innumerable  lives. 

In  FY  1995,  NIH-f\inded  scientists  working  in  laboratories  across  the  nation  made 
significant  progress  in  defining  fundamental  processes  underlying  many  serious 
diseases.  This  research  will  continue  to  contribute  to  prevention,  early  detection,  and 
treatment  of  illness,  and  v^ll  result  in  better  health  and  reduced  health  care  costs  in  the 
future.  Examples  of  these  discoveries  include: 

*  The  identification  of  human  genes  that  predispose  persons  to,  or  may  play  an  active 
role  in.  the  development  of  breast  and/or  colon  cancer. 

*  The  discovery  of  mutations  in  genes  that  suppress  the  emergence  of  tumors  in  patients 
with  several  types  of  cancers  such  as  malignant  melanoma  (the  most  common  form  of 
skin  cancer)  and  non-inherited  kidney  tumors. 

*  The  development  of  a  mouse  model  of  amyotrophic  lateral  sclerosis  (Lou  Gehrig's 
Disease). 

*  The  identification  of  a  gene  associated  with  obesity  that  will  lead  to  better 
understanding  of  this  condition  and  to  the  development  of  appropriate  methods  for 
dietary  and  genetic  intervention. 

*  The  improved  understanding  of  the  risk  factors  that  predispose  individuals  for 
development  of  cardiovascular,  pulmonary,  and  blood  diseases  across  the  life  span. 
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In  addition  to  its  scientific  and  medical  accomplishments,  the  NIH  remains  a  major 
contributor  to  the  national  economy  in  every  state.  Counting  the  secondary  benefits  of 
its  various  expenditures,  the  economic  benefits  of  the  NIH  are  estimated  to  be  at  least 
$44.6  billion  in  gross  output  (sales),  $17.9  billion  in  employee  income,  and  to  provide 
over  726,000  jobs.  NIH-sponsored  research  promotes  the  development  of  new 
industries  (e.g.  biotechnology)  as  well  as  sustaining  established  ones,  such  as 
pharmaceuticals,  and  provides  a  part  of  the  scientific  foundation  for  the  critical 
technologies  and  new  industries  of  the  next  century. 

NIH  OPERATIONS 

NIH  is  an  extremely  successful  federal  agency.  Its  achievements  are  made  possible  by 
a  system  that  uses  excellence  in  science  as  its  chief  criterion  for  awarding  public  funds. 
During  a  period  when  funding  has  been  level  (in  constant  dollars),  maintaining  this 
tradition  of  excellence  and  responding  to  new  demands  has  required  careful  management 
and  critical  review  of  programs  and  policies.  In  recent  years,  under  the  leadership  of  Dr. 
Harold  Varmus  and  his  team  of  administrators,  NIH  has  taken  several  important  steps 
(including  revamping  external  review  panels  and  initiating  other  reinvention 
experiments)  to  insure  quality  and  improve  the  operation  of  its  programs.  It  is  in  the 
spirit  of  these  efforts  that  FASEB  offers  a  number  of  policy  recommendations. 
Importance  of  Increased  Funding 

In  FY  1995  budgetary  constraints  allowed  NIH  to  fund  only  one  in  every  seven 
approved  grant  applications.  This  situation  has  restricted  the  entry  of  newly  trained 
scientists  into  independent  positions  and  threatens  our  long-standing  investment  in 
established  programs,  thus  impeding  our  scientific  progress  at  a  time  when  opportunities 
for  advancement  are  greater  than  at  any  time  in  history.  NIH  is  currently  investigating 
mechanisms  to  increase  the  number  of  funded  investigators  in  order  to  maintain 
momentum  during  this  era  of  rapid  progress  in  medical  research.  In  this  regard: 

*  FASEB  urges  that  the  success  rate  for  new,  investigator-initiated  research  project 
awards  be  raised  from  the  current  level  (17.6%  in  FY  1995)  to  30%.  At  least  one-third 
of  the  NIH  grant  applications  are  extremely  meritorious,  and  not  to  fund  them  means 
missed  opportunities  for  progress. 

NIH  is  considering  proposals  for  partial  funding  of  grants,  capping  the  amount  of 
awards,  and  restricting  multiple  awards.  Supporters  of  such  measures  must  recognize, 
as  NIH  does,  that  the  savings  realized  from  such  restrictions  will  be  modest  and  could 
hinder  progress  of  some  successful  research  programs.  The  most  desirable  and  efficient 
means  to  ensure  continuation  and  growth  of  high  quality  research  is  to  increase  available 
funds.  Additional  fiinding  for  investigator-initiated  research  ~  through  appropriate  and 
consistent  increases  in  the  NIH  budget  and  reprioritization  by  the  NIH  -  will  lead  to 
continued  progress  in  medical  science  and  human  health. 
Competitive  Review  Recommendations 

NIH  allocates  federal  funds  for  biomedical  research  by  a  highly  competitive  review 
process  in  which  scientific  excellence  is  assessed  by  panels  of  expert  scientists  from 
medical  schools,  hospitals,  universities,  research  institutes,  and  industry.  Competitive 
merit  review  guarantees  that  NIH  supports  only  the  highest  quality  research. 
Recognizing  both  the  rapidly  expanding  opportunities  for  medical  progress  and  the 
limited  availability  of  research  support.  NIH  is  examining  all  aspects  of  its  merit  review 
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system  to  refine  further  its  quality  and  efficiency.  Merit  review  was  a  central  topic  of 
last  year's  NIH  Reinvention  Roundtable,  and  was  the  focus  of  two  working  groups 
whose  reports  were  recently  released.  FASEB  strongly  supports  ongoing  NIH  efforts  in 
this  direction,  and  specifically  endorses  several  proposed  changes  in  NIH  policies  and 
procedures: 

*  NIH  should  require  innovation  and  creativity  to  become  explicit  evaluation  criteria  in 
the  review  process.  One  approach,  for  example,  is  to  increase  the  weight  given  to 
specific  review  criteria  such  as  significance,  technical  and  conceptual  creativity,  prior 
productivity  in  scoring  grant  proposals,  and  feasibility. 

*  NIH  should  establish  a  central  Peer  Review  Oversight  Group  to  develop,  coordinate 
and  monitor  the  NIH  Merit  Review  processes  and  policies  for  all  extramural  funding. 

*  There  should  be  periodic  review  of  the  areas  covered  by  panels  charged  with  executing 
reviews,  i.e..  Initial  Review  Groups  (IRGs),  to  ensure  responsiveness  to  the  emergence 
of  entirely  new  areas  of  research. 

*  NIH  should  continue  its  program  of  "at  large"  IRG  members  that  brings  experienced 
senior  scientists  back  into  the  review  process,  exploiting  their  broad  scientific 
perspective  and  expertise,  and  giving  better  balance  to  panels  with  respect  to  age  and 
accomplishment. 

Funding  Mechanisms 

FASEB  believes  that  NIH  should  continue  to  assign  investigator-initiated  research  the 
highest  priority  among  its  funding  mechanisms,  as  it  is  the  single  most  effective 
mechanism  for  generating  innovative  breakthroughs  in  the  biomedical  sciences. 
Although  it  is  appropriate  for  other  funding  mechanisms,  such  as  Requests  for 
Applications,  to  be  initiated  by  NIH  in  response  to  a  Congressional  directive  or  an 
institute's  desire  to  advance  an  area  of  science  related  to  its  mission,  their  expanded 
development  may  threaten  the  unsolicited,  individual  investigator  grant  mechanism.  The 
use  of  RFAs  has  increased  over  the  past  decade  from  5.7%  of  the  NIH's  budget  in  FY 
1986  to  14.9%  in  FY  1995.  In  FY  1994,  over  20%  of  new  and  competing  grants  (ROls) 
were  awarded  in  response  to  RFAs.  At  the  same  time,  there  has  been  a  corresponding 
decline  in  the  success  rates  of  unsolicited  investigator-initiated  research  grant 
applications. 

FASEB  is  concerned  that  RFAs  may  not  provide  the  most  effective  or  efficient  means 
for  promoting  and  supporting  new  research.  A  better  approach  may  be  for  NIH  to 
indicate  areas  of  special  priority  by  issuing  Program  Announcements.  These  Program 
Announcements  could  remain  in  place  for  a  minimum  period  of  two  years.  We  believe 
they  could  attract  new  investigators,  giving  them  time  to  develop  preliminary  data 
required  for  a  competitive  application. 

NIH  also  solicits  research  and  development  (R&D)  contracts  through  Requests  for 
Proposals  (RFPs)  when  a  definite  product  or  outcome  can  be  specified.  In  FY  1994,  NIH 
issued  1.270  R&D  contracts  for  a  total  of  $754.6  million.  This  represents  6.9%  of  the 
total  NIH  budget.  FASEB  recommends  that,  given  current  fiscal  constraints,  NIH 
should  make  cautious  use  of  RFP's  and  the  contract  mechanism. 
Small  Business  Set-Aside  Programs 

Fixed  percentages  of  the  NIH  extramural  budget  are  reserved  by  law  for  two  small 
business  set-aside  programs:  Small  Business  Innovation  Research  (SBIR)  and  Small 
Business  Technology  Transfer  (STTR).  SBIR  awards  fund  research  projects  with 
potential  commercial  applications.  STTR  supports  cooperative  research  between  small 
businesses  and  research  institutions,  on  projects  with  potential  commercial  applications. 
Currently,  NIH  is  required  to  award  2.0%  of  its  extramural  budget  as  SBIR  grants.  In 
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FY  1995.  the  NIH  budget  for  SBIR/STTR  grants  and  contracts  was  $182.9  million. 
Rapid  growth  of  the  programs  in  recent  years,  combined  with  the  requirement  that  NIH 
must  award  these  funds,  has  resulted  in  the  funding  of  many  proposals  with  poor 
priority  scores.  Two  separate  studies  raised  concerns  about  the  rapid  expansion  of  the 
SBIR  program  at  the  NIH  and  the  ability  of  the  SBIR  program  to  make  effective  use  of 
mandated  funding  increases. 

The  mandated  set-aside  for  the  SBIR  program  is  scheduled  to  increase  from  2.0%  to 
2.5%  in  FY  1997.  At  current  funding  levels,  approximately  $46  million  in  additional 
funds  would  have  to  be  set  aside  in  the  NIH  budget  for  this  program.  FASEB  believes 
that  in  FY  97  the  SBIR  share  of  NIH's  research  portfolio  should  not  be  required  to 
increase  to  2.5%  of  NIH's  extramural  budget,  but  should  be  held  to  2.0%  until  questions 
about  the  merits  of  this  program  are  addressed.  In  addition.  Congress  should  insist  that 
NIH  impose  the  same  high  standards  of  quality  for  funding  SBIRs  as  for  ROls.  And  it 
should  relieve  NIH  of  the  obligation  to  award  a  fixed  percentage  of  its  extramural 
budget  for  SBIR  grants. 

OTHER  IMPORTANT  PROGRAMS 

The  Shared  Instrumentation  Program:  Since  1982,  NIH  has  supported  the 
cost-effective  sharing  of  state-of-the-art  instruments  through  its  Biomedical  Research 
Support  Shared  Instrumentation  Grant  Program.  Funding  levels  for  this  important 
program  were  reduced  substantially  in  1992  when  the  allocated  amount  for  the  program 
dropped  from  $32.5  million  to  $8.7  million.  Adjusting  for  inflation,  there  has  been  no 
growth  in  this  program  since  that  time.  In  order  to  return  this  program  to  the  pre- 1992 
level  of  funding,  FASEB  recommends  that: 

*  Funding  for  the  shared  instrumentation  program  be  increased  by  $10  million  to  a  level 
of  $30.6  million. 

Medical  Scientist  Training  Program  (MSTP).  Since  the  1970's,  there  has  been  a  steady 
decline  in  the  number  of  physicians  who  elect  research  careers.  The  physician  who  has 
a  background  in  both  medicine  and  research  is  well  equipped  to  forge  the  link  from 
discovery  in  the  laboratory  to  application  at  the  bedside.  With  the  current  increase  of 
advances  stemming  from  technology  based  in  molecular  biology,  individuals  with 
M.D./Ph.D.  degrees  are  well  able  to  translate  these  discoveries  into  clinical  usefulness. 
FASEB  concurs  with  the  recent  Institute  of  Medicine  Study  recommending  an 
expansion  of  the  MST  program.  We  propose  that: 

*  The  MST  program  should  be  expanded,  increasing  the  number  of  trainees  from  840 
to  1 .000  by  adding  50  positions  yearly,  provided  that  this  increase  is  not  at  the  expense 
of  investigator-initiated  research  grants. 

FASEB  also  urges  that  the  number  of  National  Research  Service  Award  trainees  and 
fellows  be  maintained  at  current  levels  to  ensure  the  nation  can  meet  its  f\iture  needs  for 
trained  scientists.  Current  stipend  levels  for  NIH  trainees  and  fellows  are  inadequate  to 
preserve  the  quality  and  effectiveness  of  these  programs.  Consistent  with  the 
recommendation  of  the  two  preceding  FASEB  consensus  conferences  on  federal 
research  funding,  FASEB  recommends  that  stipend  levels  of  predoctorals  and 
postdoctorals  be  increased  by  $2,000  from  their  present  levels  of  $10,008  and  $19,608, 
respectively.  This  increase  must  not  compromise  the  total  number  of  trainees  and  not  be 
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accomplished  at  the  expense  of  investigator-initiated  ROl  grants. 
I  also  invite  the  Subcommittee's  attention  to  other  parts  of  our  funding  report  which 
makes  recommendations  on  the  need  to  contain  tuition  costs  in  graduate  education,  to 
expand  minority  training  programs  and  to  improve  public  awareness  of  NIH-supported 
research  accomplishments. 

FUNDING  RECOMMENDATIONS 

NIH  is  a  government  program  that  works.  This  nation's  investment  in  NIH-sponsored 
basic  and  applied  biomedical  research  has  encouraged  talented  young  men  and  women 
throughout  this  country  to  undertake  careers  in  biomedical  research.  Their  efforts  have 
paid  truly  impressive  dividends  in  every  sector  of  American  life.  They  have  made  the 
United  States  the  world's  leader  in  medicine,  biotechnology,  pharmaceuticals,  and 
instruments  for  life  sciences  research;  and  they  have  made  American  universities  the 
world  standard  of  excellence  in  life  sciences  and  medical  education.  Continued 
investment  is  needed  if  today's  scientists  are  to  train  the  scientists  of  tomorrow. 
To  assure  continued  leadership  in  this  field,  however,  we  require  continued  federal 
investment  in  fundamental  research.  As  this  Subcommittee  has  so  clearly  and 
commendably  recognized,  increased  investment  in  the  NIH  is  both  justified  and  prudent. 
Therefore,  FASEB  recommends  an  increase  of  6.5%  in  the  NIH  budget  for  FY 
1997,  bringing  total  funding  to  $12.7  billion.  Investment  at  this  level  will  allow 
biomedical  scientists  to  build  on  their  enviable  record  of  achievement  for  the  benefit  of 
all  Americans  and  will  provide  continued  opportunity  for  the  best  and  brightest  young 
men  and  women  to  enter  this  rapidly  expanding  field.  Mr.  Chairman,  that  completes  my 
statement. 


STATEMENT  OF  DR.  BARBARA  PHILLIPS,  ON  BEHALF  OF  THE 
AMERICAN  SLEEP  DISORDERS  ASSOCIATION 

I  am  Dr.  Barbara  Phillips,  and  I  am  pleased  to  submit 
testimony  on  behalf  of  the  American  Sleep  Disorders 
Association.  A  medical  and  scientific  society,  the  ASDA 
represents  more  than  2200  physicians  and  researchers.  Part 
of  the  ASDA's  mission  is  to  foster  research  in  the  field  of 
sleep  medicine  and  to  educate  both  the  public  and  health 
care  professionals  about  sleep  disorders.  The  ASDA 
appreciates  this  opportunity  to  present  its  comments  on 
funding  for  sleep  disorders  research  and  education  within 
the  National  Institutes  of  Health  for  fiscal  year  1997. 

First  of  all,  I  would  like  to  thank  Chairman  Specter  and 
the  Subcommittee  for  their  leadership  in  working  to  fully 
fund  the  NIH  for  FY96  through  the  full-year  continuing 
resolution. 

Thanks  to  the  help  of  dedicated  Senators  such  as  Chairman 
Mark  Hatfield  (R-OR)  the  National  Center  for  Sleep 
Disorders  Research  was  established  in  the  1993  NIH 
Revitalization  Act.  The  Center  was  the  cornerstone 
recommendation  of  the  National  Commission  on  Sleep 
Disorders  Research  which  was  brought  together  in  1988  to 
address  the  growing  concern  over  sleep  disorders  and  their 
effect  on  our  society.  The  Center  was  established  within 
the  National  Heart,  Lung  and  Blood  Institute  of  the 
National  Institutes  of  Health. 
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During  the  two  years  since  its  establishment  the 
development  of  the  Center  has  progressed  admirably  due  to 
the  leadership  of  the  NHLBI.  This  progress  is  despite  a 
severe  lack  of  funds.  The  ASDA  continues  to  firmly  support 
the  National  Center  and  believes  that  with  adequate  support 
the  widespread  consequences  of  untreated  sleep  disorders 
will  be  markedly  reduced. 

A  strong  and  fully  funded  National  Center  for  Sleep 
Disorders  Research  is  crucial  to  our  nation,  as  problems 
with  sleep  affect  so  many  and  often  have  dire  consequences. 
Forty  million  American  adults  suffer  from  chronic  sleep 
disorders,  such  as  insomnia  and  sleep  apnea;  an  another  20- 
30  million  have  intermittent  sleep  problems;  millions  more 
at  any  given  time  have  not  obtained  sufficient  sleep.  The 
consequences  of  these  sleep  disorders  and  common  sleep 
deprivation  are  not  trivial.  They  include  reduced 
workplace  productivity,  lowered  performance  at  school,  an 
increased  likelihood  of  accidents  (behind  the  wheel,  on  the 
job,  and  at  home) ,  increased  cardiovascular  disease,  a 
higher  mortality  risk  and  a  decreased  quality  of  life. 

More  specifically,  sleep-related  motor  vehicle  accidents 
continue  to  take  the  lives  of  our  citizens — young  and  old 
alike — at  great  emotional  and  financial  cost.  The 
Appropriations  Transportation  Subcommittee  recognized  this 
problem  and  in  its  FY96  budget  appropriated  $1  million  to 
the  National  Highway  Traffic  Safety  Administration  to 
conduct  research,  data  collection  and  public  awareness 
activities  in  collaboration  with  the  National  Center.  It 
is  not  by  chance  that  the  number  of  alcohol -related  motor 
vehicle  accidents  has  declined  over  recent  years;  this 
change  has  occurred  in  conjunction  with  forceful  measures 
to  educate  the  public  about  the  consequences  of  driving 
while  intoxicated.  The  same  must  now  be  done  about  the 
hazards  of  driving  while  drowsy. 

The  National  Center  is  thrilled  to  have  this  opportunity 
and  will  work  with  NHTSA  to  make  the  most  of  this  funding. 

The  National  Center  has  progressed  commendably  in  its  first 
two  years.  The  Center's  scientific  advisory  board  was 
established  and  has  held  three  meetings.  The  Board 
includes  members  from  other  NIH  Institutes  and  other 
federal  government  agencies  including  the  Department  of 
Transportation . 

In  its  first  year  the  Center  initiated  a  request  for 
applications  for  a  research  project  on  the  cardiopulmonary 
consequences  of  sleep  apnea.  In  addition  the  Center 
introduced  a  cooperative  multi-institute  request  for 
applications  in  general  sleep  research. 

In  1995  the  National  Center's  advisory  board  developed  a 
public  education  research.  Most  recently,  the  Center  has 
introduced  a  sleep  academic  award  for  FY96/97.  The 
objective  of  the  award  is  to  "encourage  the  development 
and/or  improvement  of  the  quality  of  medical  curricula, 
physician/patient  and  community  education,  and  clinical 
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practice  for  the  prevention,  management,  and  control  of 
sleep  disorders." 

Further,  the  Center's  national  public  awareness  plan  has 
begun  to  be  Implemented.  This  Includes:  public  service 
announcements  on  various  sleep  disorders  that  are  broadcast 
on  "health  beat  radio"  segments;  printed  materials  such  as 
the  newly  released  education  brochure  on  sleep  apnea;  and 
other  education  tools. 

A  recent  finding  as  a  result  of  an  NHLBI- supported  sleep 
research  study  indicate  that  sleep  apnea,  or  periodic 
cessation  of  breathing  during  sleep,  increases  a  driver's 
risk  of  automobile  accidents.  These  results  suggest  that 
a  significant  fraction  of  motor  vehicle  accidents  could  be 
preventable  through  recognition  and  treatment  of  this 
common  disorder. 

For  all  of  its  progress,  the  National  Center  does  still 
face  challenges.  Aside  from  adequate  funding,  the 
challenge  of  most  concern  remains  that  the  Center  must  have 
better  opportunities  to  develop  collaborative  efforts  with 
other  NIH  Institutes  involved  in  sleep  research.  The 
legislation  that  established  the  Center  authorized  the 
Center  to  collaborate  with  the  national  Institutes  of 
Neurology,  Aging,  Mental  health  and  Child  Health.  This 
effort  has  been  hampered,  however,  by  a  lack  of  specific 
funding  commitment  by  those  various  institutes. 

While  we  are  impressed  with  the  substantial  progress  of  the 
National  Center,  so  much  more  can  and  should  be  done.  The 
National  Institutes  of  Health  In  general  and  the  National 
Heart,  Lung  and  Blood  Institute  specifically  need  to 
continue  to  be  adequately  funded  so  that  the  Center  will  in 
turn  receive  adequate  funding.  It  would  be  a  travesty  for 
such  a  promising  and  cost  effective  program  to  be  rendered 
ineffective  due  to  lack  of  resources  just  when  It  is  poised 
to  make  a  difference. 

The  ASDA  recommends  funding  for  FY97  for  the  National 
Institutes  of  Health  and  the  National  Heart,  Lung  and  Blood 
Institute  to  be  a  6.5%  increase  over  FY96  for  both. 
Notwithstanding  this  specific  recommendation,  it  is  very 
critical  that  NHLBI  receive  a  funding  Increase  that  is  at 
least  proportionate  to  the  overall  increase  for  NIH. 

Again,  the  ASDA  would  like  to  commend  the  National  Center 
on  Sleep  Disorders  Research  on  its  progress  and  thank  the 
Chairman  of  this  subcommittee  again  for  his  leadership  in 
ensuring  the  establishment  and  funding  of  the  National 
Center . 

Thank  you  for  giving  the  ASDA  the  opportunity  to  submit 
testimony  to  your  subcommittee,  and  more  Importantly,  for 
your  continued  commitment  to  helping  the  millions  of 
Americans  who  suffer  from  sleep  disorders  and  the  millions 
more  who  have  been  or  may  be  the  victims  of  sleep-related 
accidents. 
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STATEMENT  OF  DR.  ROBERT  J.  GUMNIT,  PRESIDENT,  THE 
NATIONAL  ASSOCIATION  OF  EPILEPSY  CENTERS 

Mr.  Chairman  and  Members  of  the  Subcommittee.  I  am  Dr.  Robert  J.  Gumnit, 
President  of  MINCER  Epilepsy  Care,  a  comprehensive  epilepsy  center  in 
Minneapolis,  Minnesota  and  Clinical  Professor  of  Neurology  and  Neurosurgery 
at  the  University  of  Minnesota.  I  am  here  today  in  my  capacity  as  the 
President  of  the  National  Association  of  Epilepsy  Centers  (NAEC),  an 
organization  representing  60  specialized  epilepsy  centers  in  the  U.S. 

Approximately  2.5  million  people  in  the  United  States  have  epilepsy  -  a 
chronic  neurological  condition  defined  as  the  occurrence  of  more  than  one 
seizure  on  more  than  one  occasion.  Epilepsy  primarily  affects  children  and 
young  adults.  Each  year,  about  100,000  are  diagnosed  with  epilepsy,  and 
more  than  two-thirds  of  them  are  below  the  age  of  25.  Nine  percent  of  the 
population,  including  many  over  the  age  of  65  will  experience  at  least  one 
seizure  in  their  lives  and  will  require  similar  diagnosis  and  perhaps  treatment. 

Timely  entry  into  the  medical  care  system,  making  the  correct  diagnosis,  and 
early  and  appropriate  treatment  of  the  medical,  psychological  and  social 
conditions  of  people  with  epilepsy  have  been  major  goals  of  the  National 
Association  of  Epilepsy  Centers.  These  goals  are  particularly  important 
because  the  initial  diagnosis  of  epilepsy  is  most  frequently  made  by  primary 
care  physicians  who  rarely  treat  more  than  two  persons  with  epilepsy  every 
two  years.  With  the  increased  use  of  managed  care  and  a  greater 
dependence  on  primary  care  practitioners  for  managing  patients  with  chronic 
diseases  such  as  epilepsy,  it  is  increasingly  important  that  new  infomiation  be 
widely  disseminated  on  accurate  diagnosis  and  treatment  options  available  to 
achieve  seizure  control.  Chronic  disease  tends  to  be  slighted  under  managed 
care.  Epilepsy  is  a  very  treatable  chronic  disease,  and  the  disability  is  often 
reversible. 

For  these  reasons  NAEC  has  explored  avenues  within  the  Public  Health 
Service  to  educate  health  care  practitioners  and  people  with  epilepsy  and  their 
families  about  the  benefits  of  early  intervention.  In  taking  an  incremental 
approach,  first  with  the  Centers  for  Disease  Control,  we  have  found  that 
modest  funding  in  support  of  early  intervention  goes  a  long  way  to  assisting 
people  with  epilepsy.  This  Subcommittee  was  instrumental  in  initiating  funding 
for  an  epilepsy  program  at  CDC.  For  1997,  NAEC  seeks  an  extension  of  the 
CDC  program  at  the  originally  requested  level  of  $1  million. 

CDC  -  Educational  Efforts  to  Promote  Early  Intervention 

As  directed  by  Congress  in  1993,  the  Centers  for  Disease  Control  and 
Prevention  (CDC)  launched  its  epilepsy  program  within  the  National  Center  for 
Chronic  Disease  Prevention  and  Health  Promotion.  Focusing  on  early 
detection  and  treatment  of  epilepsy  and  enhancing  the  overall  quality  of  life  for 
persons  with  epilepsy  and  their  families,  the  epilepsy  program  targets  its 
outreach  and  education  efforts  on  consumers  and  health  professionals.  The 
NAEC.  the  Epilepsy  Foundation  of  America  (EFA)  and  the  American  Epilepsy 


278 


Society  (AES)  have  been  active  participants  in  a  working  group  with  the  CDC 
in  planning  the  future  course  of  the  epilepsy  program. 

We  are  currently  working  with  CDC  to  develop  a  public  health  statement  on 
effective  treatment  of  epilepsy  and  seizure  disorders.  A  working  conference 
has  been  scheduled  to  bring  together  experts  in  the  field  of  epilepsy  treatment 
and  research  with  patients  and  families  affected  by  epilepsy.  The  objective  of 
this  conference  is  to  reach  consensus  on  a  public  health  goal  in  treating 
individuals  with  epilepsy.  Experts  in  the  field  will  present  data  and  findings 
from  existing  scientific  literature  to  show  that  timely  recognition  of  the  cause 
of  seizures  and  effective  treatment  can  reduce  the  risk  of  subsequent  brain 
damage,  as  well  as  disability  and  mortality  from  injuries  incurred  during  a 
seizure.  We  also  hope  to  discuss  the  social  and  psychological  side-effects 
such  as  depression,  learning  impairment  and  under-employment  that  many 
patients  with  epilepsy  face  that  can  be  remedied  through  various  treatment 
options. 

In  addition,  we  are  working  with  CDC  to  initiate  studies  to  determine  measures 
or  indicators  of  quality  to  evaluate  the  care  and  treatment  provided  to  people 
with  epilepsy.  By  evaluating  existing  information  on  drug  utilization, 
emergency  room  visits,  referrals  to  specialists  and  patient  knowledge  of 
epilepsy  and  satisfaction  with  treatment,  we  intend  to  provide  patients  with 
tools  to  evaluate  the  effectiveness  of  treatment.  Further,  we  hope  to  identify 
measures  that  can  be  used  by  the  Medicare  and  Medicaid  programs  as  well 
as  the  National  Committee  for  Quality  Assurance  to  evaluate  and  stimulate 
quality  improvements  in  health  care  delivery  and  managed  care  plans. 

Funding  for  the  epilepsy  program  has  remained  at  just  over  $700,000  since 
fiscal  year  1994.  NAEC  recommends  that  the  program  be  provided  a  modest 
increase  of  $300,000.  It  is  timely  to  make  a  small  increase  in  order  to 
maintain  the  momentum  for  this  program  and  to  extend  funding  for  FY  1997. 

NINDS  -  Enhance  Research  In  Epilepsy 

I  want  to  commend  the  Subcommittee  for  its  support  of  the  National  Institutes 
of  Health  and  the  increase  in  research  funding  provided  for  fiscal  year  1996. 
On  behalf  of  the  epilepsy  community,  I  urge  the  Subcommittee  to  build  upon 
last  year's  increase  and  provide  for  a  continued  high  level  of  support  for  NIH 
and  the  National  Institute  of  Neurological  Disorders  and  Stroke  (NINDS). 
Medical  research  has  greatly  improved  the  quality  of  life  for  persons  with 
epilepsy  and  their  families.  The  development  of  anti-seizure  medications  over 
the  past  few  decades,  as  well  as  the  more  recent  advent  of  improved  surgical 
techniques,  has  enabled  many  people  with  the  condition  to  lead  independent 
and  productive  lives. 

More  research  is  needed  focusing  on  children  and  adults  with  intractable 
epilepsy.  For  example,  basic  molecular  neurobiology  research  being 
developed  in  several  areas  may  lead  to  a  whole  new  generation  of  more 
effective  and  less  toxic  anti-seizure  medications.  Another  area  with  great 
potential  is  women  and  epilepsy.  Further  research  is  needed  on  the 
relationship  between  hormones  and  seizures  throughout  the  female  life-cycle 
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as  well  as  pregnancy  risks  for  women  with  epilepsy.  We  urge  the  Congress 
to  allocate  sufficient  funding  to  further  these  and  other  important  research 
efforts  of  this  Institute. 


STATEMENT  OF  THE  AMERICAN  HEART  ASSOCIATION 

Hc;irl  iill.ick.  stroke  and  olhcr  cardiovascular  diseases  remain  America's  No.  1  killer  since  l'>l') 
and  a  Icadint!  cause  ordisabilit>    Cardio\ascular  diseases  cause  a  death  cvcrv  ^ »  seconds  in  the 
L  niicd  Slates,  killing  more  than  '^^4.iM)0  .Americans  each  \ear.  including  more  than  l.^ooon  under 
age  (y^    Heart  attack.  America's  single  largest  killer,  kills  more  than  .*>  times  as  man\  Temales  as 
breast  cancer    Stroke.  America  s  third  largest  killer,  is  the  chief  cause  of  permanent  disability 
More  than  W)  percent  of  fatal  stroke  victims  are  female    Based  on  a  lifespan  of  74  yejirs. 
cardio\ascular  diseases  accounted  for  4  7  million  \ears  of  potential  life  lost  in  1992 

Deaths  from  heart  attack,  stroke  and  other  cardiovascular  diseases  in  the  United  States  began  to 
rise  in  I9»)^  after  falling  for  years  and  may  continue  to  increase    Heart  attack  and  stroke  still  occur 
in  epidemic  proportions    A  1994  Gallup  poll  showed  that  54  percent  of  Americans  ha\e  a  family 
hislor>  of  heart  disease  or  stroke    Also  congenital  heart  defects  are  the  most  common  birth  defect, 
the  major  cause  of  birth  defects-related  infant  deaths  and  an  important  cause  of  childhood  disability 

More  than  «•  million  Americans-I  in  4--suncr  from  heart  attack,  stroke  or  other  cardiovascular 
diseases  at  an  estimated  cost  of  Sl.'^l  billion  in  medical  expenses  and  lost  productiMl>  in  1996 
*Nlrokc  accoiinis  for  more  than  $2 '  billion  of  this  amount    About  X  million  Americans  ajje  1 5  and 
older  suffer  disabilities  from  cardiovascular  diseases    But.  National  Institutes  of  Health  s  FY  I';v4 
heart  and  stroke  research  budget,  when  compared  lo  this  nation's  expenditures  to  treat 
cardiovascular  diseases,  including  plusician  and  nursing  services,  hospital  and  nursing  home 
sen  ices,  dnips  and  lost  output,  equaled  onlv  i»  6  percent  of  those  expenses    This  is  an  unacceptable 
percentage  for  anv  fonvard  looking  enterprise    America  is  jeopardizing  its  future  by  failing  lo 
stipport  promising,  cost-effective  discoveries  that  could  pave  the  wav  to  disease  prevention  and  cure. 

The  National  Center  for  Health  Statistics  reports  that  elimination  of  heart  attack,  stroke  and  other 
maior  forms  of  cardiovascular  diseases  would  increase  life  expectancy  bv  10  years:  but.  if  all  forms  of 
cancer  were  eradicated,  the  increase  would  be  onlv  ■<  years    In  FY  1994.  the  Department  of  Health 
and  Human  Services  spent  '7  times  more  on  research  funding  per  AIDS  death  than  was  spent  per 
heart  death    Similarlv.  regarding  dollars  spent  per  death.  AIDS  funding  exceeded  stroke  funding  b> 
5 1  to  I    Cancer  funding  exceeded  stroke  funding  bv  .s  to  I  and  heart  disease  funding  by  4  to  I    We 
do  not  advocate  cutting  other  research,  but  believe  that  cancer  and  AIDS  research  fiinding  represent 
benchmarks  for  funding  of  heart  and  stroke  research    A  national  survev  commissioned  by  the  AHA 
in  laniiarv  l')9r)  showed  that  92  perceni  of  the  respondents  want  the  United  Stales  lo  maintain  its 
world-leader  slalus  m  heart  and  stroke  research    The  overwhelming  number  of  respondents  support 
increased  federal  funding  for  heart  research  (79  perceni)  and  stroke  research  (77  percent) 

National  institutes  of  Health 

NIH-supponed  research  brings  down  America's  spiraling  health  care  costs,  provides  Americans 
with  culiing-cdge  treatment  and  prevention  efforts,  produces  jobs  and  maintains  Americas  slalus  as 
the  world  leader  in  tiie  biotechnologv  and  pharmaceutical  industries    The  AHA  supports  the 
FY  l'>9''  Ad  Hoc  Group  for  Medical  Research  Fundings  proposal  of  $12  72  billion  for  the  NIH 
National  Heart,  Lung,  and  Blood  Institute 

The  NHLBI  s  research  and  disease  prevention  portfolio  has  been  highly  effective    A  high  priority 
IS  given  to  research  project  grants    But.  the  NHLBI  stresses  other  key  program  mechanisms,  such  as 
clinical  trials,  population  studies,  specialized  centers  of  research,  demonstration  and  education 
research,  training  programs,  research  and  development  contracts  and  education  and  prevention 
programs    This  carefully  balanced  approach  has  contributed  lo  success  of  NHLBI  programs  and  has 
enhanced  effectiveness  m  translating  science  into  public  benefit    For  example,  the  decline  in  the 
aec-adjiistcd  stroke  death  rale  is  in  part  allributable  to  NHLBI  research  on  blood  vessel  disorders 

The  institute  s  research  programs  have  produced  major,  cost  effective  advances,  some  of  which 
follow    An  NHLBI-supported  clinical  trial,  co-sponsored  with  the  National  Institute  on  Aging, 
showed  that  an  inexpensive,  commonlv-used  aniihvpertensive  drug  reduced  stroke  and  heart  attack 
in  victims  of  svslolic  hvpertension  (SH).  a  form  of  high  blood  pressure  that  afflicts  about  :<  million 
older  Americans    Naiionwide  treatment  of  SH  in  the  elderlv  could  save  at  least  $30  million  a  vear  in 
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health  ciirc  costs    Another  clinical  trial  revealed  that  the  use  of  an  angiotensin  converting  en/yme 
(ACE)  inhibitor  reduced  deaths  and  iiospilali/ations  of  congesti\e  hean  failure  victims    Appropriate 
use  of  an  ACE  inhibitor  to  treat  chronic  heart  failure  could  prevent  approximately  lo.ooo  lo  2ii.(i(((i 
deaths  and  about  IIM).I)()()  hospitalizations  annually    Associated  savings  are  estimated  at  $1  billion 

NHLBI-funded  research  showed  that  a  blood  test  to  diagnose  or  nile  out  heart  attack  within  the 
first  6  hours  of  symptoms  could  reduce  coronary  care  unit  admissions  by  M)  to  70  percent,  with  a 
potential  cost  saxings  of  about  $4  billion  a  year.  The  NHL  B I -sponsored  Treatment  of  Mild 
Hvpcrtcnsion  Stud\  showed  that  lifestyle  changes  in  combination  with  drug  treatment  were  the  best 
way  to  reduce  mildly  elevated  blood  pressure    This  therap\  lowered  incidence  of  hean  enlargement 
and  other  major  cardiovascular  diseases  and  enhanced  quality  of  life    Another  NHLBI  trial. 
Antihypcrlensixe  and  Lipid-Lowering  Treatments  to  Pre\ent  Head  Attack,  is  studying  cffectixcness 
and  safety  of  newer  calcium  channel  blocker  dnigs  in  presenting  hean  attack  and  death  as  compared 
to  less  costly  widely-used  diuretic  dnigs    High  blood  pressure  is  the  most  critical  stroke  risk  factor 
and  a  leading  cause  of  hean  attack  and  kidney  and  hean  failure 

The  Postmenopausal  Estrogen/Progestin  Interventions  Trial  (PEPI).  tiic  first  major  clinical  trial 
to  sHid>  the  effects  of  hormone  replacement  therapy  on  hean  disease  risk  factors  in  postmenopausal 
women,  administered  and  primarily  funded  by  the  MHLBI.  showed  that  hormone  replacement 
thcrapx  provided  meaningful  increases  in  HDL  or  good  cholesterol  in  postmenopausal  women 
Hormone  replacement  therapy  also  reduced  two  other  hean  disease  risk  factors:  LDL  or  bad 
cholesterol  and  fibrinogen-a  blood  clotting  factor  predictive  of  stroke  and  hean  attack 

The  NHLBI-sponsored  Bypass  Angioplasty  Re\asculari/ation  Intervention  demonstrated  that 
either  bypass  surgery  or  angioplasty  to  open  blocked  arteries  resulted  in  comparable  medical, 
economic  and  quality -of-life  outcomes  after  five  years.  Bypass  surger\  produced  fewer  deaths  than 
angioplasty  for  dnig-dcpendent  diabetics    Now  angiogenic  therapy,  an  alternati\e  to  angioplasty  or 
b>pass  surgery,  show  promise    It  uses  dnigs  to  help  the  hean  grow  new  blood  \essels  to  carry  blood 
around  obstnictcd  aneries    Since  an  agent  for  this  purpose  was  found  safe  and  effecti\e  in  laboratory 
studies.  NHLBI-supponed  researchers  are  evaluating  its  safety  in  humans 

Two  NHLBI-supported  studies  ha\e  shown  the  value  of  starting  pre\enti\e  measures  early  in  life 
The  Dietarv  Intervention  Study  in  Children  showed  that  cutting  fat  in  the  diet  of  students  with  high 
cholesterol  is  a  practical  and  safe  way  to  reduce  their  cholesterol  levels    The  Child  and  Adolescent 
Trial  for  Cardiovascular  Health  found  that  school-based  intenentions  helped  cut  fat  in  lunches  and 
elevate  intensity  of  physical  education  classes 

Other  NHLBI  research  has  led  to  development  of  prc-clinical  diagnostic  tests  for  hvpertrophic 
cardiomyopathy,  the  most  common  inherited  heart  disease  and  major  cause  of  sudden  death  in 
healthv  youngsters;  evolution  of  a  diagnostic  test  to  identify  patients  without  obvious  heart  defects 
who  have  abnormal  heart  pain  sensitivity  that  results  in  chest  pain;  demonstration  that  many  tvpcs  of 
congenital  heart  defects  can  be  attributed  to  genetic  defects-often  a  simple,  identifiable  genetic 
defects;  assessment  of  whether  reducing  cholesterol  levels  by  drug  treatment  or  warfarin  will  stop 
progress  of  late  graft  atherosclerosis  after  coronary  bypass  surgery;  and  evaluation  of  effectiveness  of 
digitalis  in  treating  congestive  heart  failure    Findings  from  these  studies  will  provide  opportunities 
for  health  care  cost  savings  and  for  new  knowledge  and  treatment 

The  steady  decline  in  relative  support  for  the  NHLBI.  compared  to  other  institutes,  is  a  major 
concern    In  constant  dollars  since  1985.  the  NIH  budget  has  increased  by  .T I  .^  percent  compared  to 
4  .^  percent  for  the  NHLBI  The  NHLBIs  FV  1996  appropriation  is  a  4  5  percent  increase  over  the 
FY  1995  comparable  level  without  the  National  Marrow  Donor  program    The  F\'  1996 
appropriation  has  reduced  NHLBIs  buying  power  below  its  FY  1987  level 

The  AHA  advocates  an  FY  1997  appropriation  of  $15  billion  for  the  NHLBI.  allowing  expansion 
of  current  programs  and  initiation  of  new  research.  Promising  research  opportunities  for  innovative, 
cost-saving  approaches  lo  the  diagnosis,  treatment  and  prevention  of  cardiovascular  diseases,  such  as 
heart  attack  and  stroke,  which  could  be  exploited  with  more  resources,  include 

•  heart  failure:  to  identify  the  role  and  limitations  of  adaptive  mechanisms  that  strengthen  the 
failing  heart  or  cause  the  sick  but  compensated  heart  to  fail    Improved  knowledge  of  these 
processes  will  lead  to  better  treatment  of  congestive  heart  failure,  the  leading  cause  of 
hospitalization  for  Americans  over  age  65  and  a  key  cause  of  disability    About  4  7  million 
Amencans  suffer  from  congestive  heart  failure  at  an  annual  cost  of  $17  8  billion" 

•  nutrient  supplements  for  prevention  of  cardiovascular  diseases:  to  assess  effects  of  folic  acid  and 
vitamins  B6  and  BIZ  in  reducing  blood  levels  the  of  amino  acid,  homocysteine    Elevated  levels  of 
homocysteine  have  been  found  in  sufferers  of  heart  attack,  stroke  and  peripheral  vascular  disease; 

•  improvement  in  treatment  of  heart  attack:  to  determine  whether  magnesium  can  reduce  death  by 
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prc\cnling  irreversible  damage  when  blood  flow  is  restored  to  the  hcan  after  a  heart  attack    This 
research  could  confirm  a  simple,  safe,  attractive  and  low  cost  therapy  for  heart  attack. 

•  arterial  thrombosis  to  explore  research  opportunities  to  impro\c  understanding  of  the  causes  of 
blood  clots  in  blood  \esscls  and  develop  new  diagnostic,  treatmenl  and  preventive  methods: 

•  inner  liiiint;  of  the  heart  and  blood  vessels    to  study  how  nomial  endolhelium  protects  the  heart 
and  blood  vessels,  how  it  becomes  injured  bv  cardiovascular  diseases  and  how  to  prevent  or  repair 
iniiiry     It  will  lead  to  effective  treatmenl  and  prevention  of  heart  attack  and  stroke. 

•  eene-nutnent  interactions  m  conKcnital  heart  defects    to  identify  mechanisms  by  which  nutrients 
interact  with  genes  necessary  for  normal  heart  development    Results  of  this  initiative  may  lead  to 
recognition  of  whether  genes  regulating  heart  development  also  regulate  nutrient  metabolism  and 
whether  products  of  these  genes  require  certain  nutrients  to  function  properly    The  research  may 
also  lead  ultimately  to  new  approaches  for  the  prevention  of  up  to  35  types  of  recognized 
congenilal  hean  defects   Topics  of  interest  include  molecular  and  genetic  studies  of  heart 
development  in  nonhuman  models  and  small  epidemiological  studies  on  the  role  of  nutrients  in  the 
development  of  human  congenital  heart  defects: 

•  mechanisms  of  high  blood  pressure  in  African-American  men  and  women:  to  enhance 
understanding  of  causes  of  hypertension,  which  is  more  common  and  severe  in  blacks  than  whites 
Findings  will  improve  high  blood  pressure  treatment  and  lead  to  prevention  of  the  cardiovascular 
complications  of  hypertension,  including  heart  attack,  stroke,  heart  failure  and  kidney  failure,  and 

•  cardiovascular  disease  and  menopause  to  determine  whether  increases  in  LDL  or  bad  cholesterol 
at  the  lime  of  menopause  can  be  prevented  or  lowered  with  intensive  lifestyle  changes,  including 
diet  and  exercise,  thereby  decreasing  the  risk  of  heart  attack  in  middle-aged  and  elderly  women 

National  Institute  of  Neurological  Disorders  and  Stroke 

Stroke  (Brain  Attack)  is  Americas  third  largest  killer,  the  leading  cause  of  serious  disabilit%  and 
a  maior  contributor  to  late-life  dementia    Stroke  stnkes  an  American  every  60  seconds  or  about 
.^0(i.O(H»-28  percent  of  whom  are  under  age  ftS-annually-killing  a  victim  every  .V5  minutes  or 
about  1.^0.000  ( 1  of  every  15  deaths)  Americans  each  year    More  than  60  percent  of  fatal  stroke 
V  ictims  arc  female    While  stroke  is  considered  to  be  a  disease  of  the  elderly,  it  also  strikes  newborns, 
children  and  young  adults    Stroke  deaths  are  on  the  rise    And.  stroke  incidence  and  death  rates  are 
higher  in  blacks  and  in  the  southeast-Alabama.  Arkansas.  Georgia.  Indiana.  Kentucky.  Louisiana.  ■ 
Mississippi.  North  Carolina.  South  Carolina.  Tennessee  and  Virginia-the  "Stroke  Belt " 

Stroke  survivors,  now  numbering  more  than  3  8  million,  often  face  years  of  debilitating  physical 
and  mental  impairment,  emotional  distress  and  ovenvhelming  medical  costs    Stroke  leaves  most 
sun  Ivors  permanently  disabled,  impeding  or  preventing  resumption  of  work,  interfering  with 
independent  productive  life  and  taking  an  enormous  toll  on  family.  About  1  million  Americans  age 
15  and  older  suffer  stroke  disabilities    Stroke  will  cost  this  nation  an  estimated  $2.3  billion  in 
medical  expenses  and  lost  productivity  in  19%    Yet.  the  estimated  FV  1996  funding  of  NINDS- 
siipportcd  stroke  research  is  only  $75  6  million-aboul  1 1  percent  of  the  NINDS  budget 

The  NINDS  is  the  federal  focal  point  for  neurological  research,  including  research  on  diagnosis, 
treatmenl.  rehabilitation  and  prevention  of  stroke.  Their  stroke  research  program  consists  of  a  wide 
range  of  studies  bv  individual  researchers  and  teams  of  scientists  in  facilities  nationwide  and  at  NIH 

Stroke  was  once  v  levved  as  an  untreatable  disease.  But.  important  new  information  shows 
promise  for  improved  stroke  diagnosis,  treatment,  rehabilitation  and  prevention    Today,  researchers 
are  confident  that,  given  the  appropriate  conditions,  the  brain  can  mend  itself  and  regenerate 
impaired  nerve  tissue    Scientists  continue  to  identifS  and  clarifx  factors,  such  as  nutritional  status, 
thai  mav  increase  risk  of  stroke    Prevention  is  a  main  goal  of  stroke  research,  but  NINDS  also 
supports  studies  on  methods  to  protect  nerve  cells  and  Imiil  brain  damage  afier  a  stroke,  prevent 
permanent  damage,  improve  recovcrv  of  brain  function  and  enhance  quality  of  life  for  sur^  Ivors. 
Researchers  are  developing  ways  to  advance  understanding  of  stroke  through  new  genetic  and 
immunological  technologies  that  will  contribute  to  cost  savings  by  allowing  early  diagnosis  of  stroke 
in  those  at  risk  and  developing  more  effective  treatments  for  victims    Highlights  follow 

•  A  multicenler  clinical  trial  showed  that  when  administered  to  appropriate  candidates  within  3 
hours  of  the  onset  of  symptoms  of  an  ischemic  (clot-caused)  stroke,  tissue  plasminogen  activator  (t- 
PA)  IS  the  first  effective  treatmenl  to  reduce  long-term  disability 

•  A  multicenler  clinical  trial  found  that  aspirin  or  warfarin  reduced  strokes  by  up  to  80  percent  in 
victims  of  atrial  fibrillation,  a  condition  characterized  by  an  irregular  heart  beat  and  allied  with 
7().(M)(i  <nrokes  each  year    Aspirin  or  warfarin  treatment  could  prevent  up  to  30.000  strokes  each 
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vc.ir  with  III)  ;inmial  saxings  of  $200  million    For  most  alrial  fibnllation  victims,  the  cheaper,  less 
complicaicd  aspirm  proxided  siifTicicut  stroke  protection. 

•  Clmica!  trial  results  show  that  carotid  cndadcrectonu  can  reduce  stroke  risk  in  carefully  selected 
paticiiis  uho  have  a  se\erel>  constricted  carotid  artcn.  in  the  neck  and  who  have  had  prior  stroke 
or  sxmptoms  of  stroke  This  surger\  also  has  been  found  to  benefit  selected  patients  who  ha\e  no 
sMiiptoms  of  stroke,  but  who  arc  at  high  risk  because  of  severe  narrowing  in  the  carotid  arterv 

•  A  clinical  trial  will  exaluate  the  use  of  ticlopidinc  to  prevent  recurrent  stroke  in  blacks  Another 
trial  is  examining  the  use  of  estrogen  to  prc\ent  a  second  stroke  in  postmenopausal  women 

•  Scientists  are  testing  a  variety  of  compounds  to  decrease  death  of  brasn  cells  during  stroke 

•  Studies  arc  being  conducted  to  determine  differences  in  stroke  rate  among  various  population 
groups  in  the  United  States  and  further  examine  stroke  risk  factors 

The  FY  19%  funding  of  $75  6  million  for  NlNfDS-supported  stroke  research  is  not  adequate  for 
America's  No  ^  killer  and  largest  cause  of  permanent  disability    A  major  increase  in  resources  is 
required  for  promising  research  opportunities  to  impro\e  stroke  diagnosis,  treatment  and  prevention 
With  current  resources  devoted  to  stroke,  the  promise  of  the  Decade  of  the  Brain  rings  hollow. 

The  NINDS  must  receive  sufficient  funds  to  maintain  research  momentum  and  to  exploit 
research  opportunities  with  the  potential  to  decrease  stroke  incidence  and  its  debilitating 
consequences    The  AHA  ad\ocales  $95  5  million  for  NINDS-supporled  stroke  research  in  FY  1997 
This  will  allow  NINDS  to  pursue  the  goals  outlined  in    Progress  and  Promise  1992    Status  Report 
on  the  Decade  of  the  Brain."  including  expanded  public  education  efforts  and  more  rapid  progress 
toward  the  goal  of  "prevention  of  80  percent  of  all  strokes  and  protection  of  the  brain  during  the 
acute  stroke  within  the  Decade  of  the  Brain.  Research  examples  are  listed  below 

•  'liucstigate  mechanisms  of  nene  cell  injiirv.  dcatlt.  and  survival  and  basic  mechanisms  of  cerebral 
blood  flow  to  am\e  at  effective  trcauuent.  Ten  more  multidisciplinary  .  research  teams  are  needed 

•  Dc\elop  combined  epidenuologic  and  long-term  pre\ention  programs  and  climcal  trials  to  e\aluate  the 
impjict  of  stroke  and  the  benefits  of  Ircalment 

•  Establish  a  multicenter  research  task  force  to  address  the  major  problems  of  \asail<u-  dementia,  its 
incidence,  differential  diagnosis.  pre\ention.  and  treatment 

•  Detcnninc  how  to  prevent  or  lessen  effects  of     e\enls  during  the  first  few  hours  of  stroke   More  efforts 
must  be  made  to  accelerate  drug  de\elopment  and  to  educate  the  public  about  the  importance  and 
benefits  of  prompt  stroke  treatment 

•  Foster  resairch  on  recovery  from  stroke 

•  Encourage  c%aluation  of  efrecti\eness  of  rehabilitation  teclmiques 

•  Initiate  clinical  studies  to  detemiine  safety  and  efficacy  of  new  therapies,  including  procedures  to  pre\ent 
stroke  caused  by  bleeding  aneurvsms  and  blocked  arteries 

•  Pursue  new  rcsGirch     in  restorative  neurology  to  restore  fiinction  in  tliose  who  have  sufTered  stroke " 

National  Center  For  Research  Resources 
Tlie  NCRR's  Comparalive  Medicine  (CM)  Area  consists  of  foiu-  programs:  Laboratory  Animal 
Sciences.  AIDS  Animal  Models.  Regional  Primate  Research  Centers  and  Biological  Models  and  Materials 
The  CM  programs  help  institutions  and  biomedical  researchers  acquire  and  use  laboratory  animals  more 
cffcctiv  ely  and  efficiently    Support  is  proxided  for  research  facilities  to  impro\  e  animal  health  and  welfare, 
develop  animal  models,  train  postdoctoral  researchers  in  comparative  medicine  and  modernize  facilities. 
The  CM  Area  provides  advice  to  NIH  leadersltip  on  policies  related  to  humane  care  and  use  of  research 
animals  and  serves  as  a  liaison  to  animal  welfare  and  professional  scientific  organizations   Almost  one- 
half  of  NIH-supported  research  projects  depend  on  Uie  use  of  animals,  so  modem  housing  facilities  and 
high  quality  animals  jue  critical  to  assure  reliable  research  results  and  animal  safeguards 

An  F>'  1997  appropriation  of  $414  million  for  the  NCRR  will  strengthen  biomedical  research  that 
depends  on  aiumals.  correct  deficiencies  in  research  animal  resources  and  fortify  llie  nationwide  Clinical 
Rcsciircii  Areji  Centers  and  tlie  Biomedical  Technology  and  Infi^stnicture  Areas  The  facility 
improvement  grants  assist  instJUitions  in  meeting  requirements  for  humane  care  and  use  of  animals  by 
prov iding  equipment  and  facility  alterations  and  renovations 

National  Institute  on  Aging 
Age  is  the  main  risk  factor  for  heart  attack,  stroke  and  other  cardiovascular  diseases.  Deaths  from 
cardiov  ascular  dise;ises  nse  markedly  witli  increasing  age~as  does  the  number  of  Americans  sulTering 
from  these  diseases   Cardiov  asadar  diseases  remain  a  main  cause  of  disability  and  the  leading  cause  of 
death  of  older  Americans,  killing  about  50  percent  of  tliose  age  65  and  older   Medicare  hospital  costs 
register  over  $  14  billion  annually  for  cardiovascular  diseases   An  estimated  300.(KK)  Americans  age  65 
and  older  are  in  nursing  homes  as  a  result  of  limitations  from  chronic  cardiovascular  diseases,  including 
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.ihoiit  IX().(»<Ki  due  10  stroke   Stroke  is  stronglv  related  to  age  and  the  nsk  of  heart  discjtsc  nscs  rapidly  afler 
ane  55    Hiph  blood  pressure  lends  to  mcrcise  with  age  thus  increasing  the  risk  for  heart  attack  and  stroke 

Willie  age  IS  a  major  nsk  factor  for  cardiov asailar  diseases,  the  reasons  remain  to  be  determined    NIA- 
•jupported  research  is  centered  on  defining  the  mechanisms  b>  w  hich  the  aging  processes  contnb<ile  to  the 
dcxclopmeni  of  cardioxasailar  diseases,  including  the  importance  of  normal  aging  changes  in  tJie  hcjirt 
and  blood  vessels  to  disease  development    NIA  is  now  expanding  research  in  tlie  areas  of  blood  vessel 
stifTciung  and  airdiovascular  function  as  afTected  bv  aging  processes.  Continued  research  will  provide 
fundamental  information  to  prevent  and/or  improve  treatment  of  cardiovascular  diseases  which  affect  a 
disproportionate  number  of  older  Amcncans    Tlic  AHA  applauds  the  Subcomnutiee's  continued  support  of 
both  NIA  s  cxuamural  and  intramural  cardiovasailar  research. 

The  NIA  supports  an  estimated  $25  million  in  cardiovascular  disease  research.  To  allow  the  NIA  to 
fund  on-going  studies  and  c.spand  into  innovative  and  promising  areas,  the  AHA  advt)catcs  ;m  FY  1997 
appropriation  ofS'O  million-a  $5  million  increase  over  FY  1996-for  NIA  cardiovascular  aging  studies. 

Office  of  Disease  Prevention  and  Health  Promotion 

The  fcdcnil  office  responsible  for  prevention  policy  activities  of  tlie  Department  of  Heallli  and  Human 
Scrv  ices,  lite  ODPHP  promotes  similar  acliv itics  in  tlie  private  sector,  services  a  national  infonnation 
center  and  offers  prognims.  cvahuilions.  and  conmuinicalion  support  for  disease  prevention  and  heiilth 
promotion    The  cornerstone  of  the  ODPHP  mission  is  the  development,  momtoring  and  implementation  of 
Healthy  People  2i)(H)    National  Health  Promotion  and  Disease  Prevention  Obiectives 

Tlie  continuing  resolution  of  $.'4  million  airtails  tJie  work  of  tlie  National  Health  Infonnation  Center, 
but  supports  management  and  trackmg.of  the  Heallliy  People  2000  Objectives,  coordination  of  national 
luitntion  policy  witli  the  USDA.  school  health  and  worksite  health  promotion,  cfinical  preventive  services 
and  environmental  hcaltli  and  public  health  functions  on  behalf  of  DHHS.  An  FY  1997  appropnation  of 
$5  45  million  would  allow  for  the  continuation  of  airrcnt  services  and  the  following  new  programs:  "Put 
Prevention  Into  Practice."  a  professional  and  public  education  program  on  the  use  of  clinical  preventive 
sen  ices  in  primarv  healtli  care  settings  ($5(K).(XX)  increase  over  the  Presidents  FY  1996  budget)  and 
initiation  of  a  nationwide  process  to  develop  health  promotion  and  disease  prevention  goals  and  objectives 
for  (he  yejir  20 10  ($.1 50.0(H)  increase  over  tlie  President's  FY  19%  budget). 

Centers  For  Disease  Control  and  Prevention 

CDC's  prognims  complement  NTHs  research  by  bringing  prevention  activities  to  Americans.  Tlie 
AHA  supports  a  total  FY  1997  appropnation  of  $2.5  billion  for  the  CDC 

CDC's  Office  of  Smoking  and  Health  coordinates  federal  efforts  to  prev  ent  tobacco  use   Cigarette 
smoking,  the  single  most  preventable  cause  of  death  and  disease,  kills  about  420.0(K)  Americans  each  ycai 
The  FV  I9%  OSH  appropnation  of  $22  million  cannot  compete  with  tobacco  industry  marketing  of  over 
S 10  million  dailv  or  $6  billion  a  year   Willi  an  FY  1997  appropriation  of  $30  million.  OSH  could  develop 
a  national  public  eduGition  campaign  targeting  smoking  and  strengthen  technical  assistance  to  states 

CDC  funds  comprehensive  school  health  education  programs  in  1 3  states.    An  appropriation  of 
S5i)  million,  a  $40  million  increase  over  llie  FY  19%  level,  will  allow  expansion  of  this  program 
nationwide,  making  it  comparable  to  CDC's  AIDS  prevention  program. 

CDC  administers  the  Preventive  Healtli  and  Health  Services  Block  Grant  the  primary  source  of  federal 
funding  for  states  to  support  prevention  activities,  such  as  cholesterol  and  blood  pressure  screenings  Most 
stales  lack  suDicieni  funds  to  ensure  that  people  found  at  risk  of  diseases  are  appropriately  treated  In 
FY  1996  block  grant  funds  were  reduced  by  $12.5  million  A  $42  million  increase  over  the  FY  19%  level 
for  this  grant,  to  total  $2 10  5  million  (including  the  proposed  crime  bill  money)  in  FY  1997.  will  enhance 
slate  efforts  targeting  cardiovascular  and  other  chronic  diseases. 

The  AHA  applauds  the  Appropriations  Committees"  support  of  CDC's  efforts  to  launch  its  first-ever 
nationwide,  state-based  initiativ e  to  prevent  and  control  heart  attack,  stroke  and  otlier  cirdiov asailar 
disc;ises.  Amencas  No.  1  killer   A  designation  of  $10  million  for  FY  1997  for  this  initiative  will  enable 
Ihc  CDC  10  enhance  national  comniimiaition  strategy:  to  promote  prevention,  national  tracking  and 
momtonng  of  disease  burden  and  risk  factors  and  state  efforts  to  implement  community -based  programs  to 
promote  physical  activity  and  healthy  diet    Emphasis  will  be  placed  on  underserved  populations 

Agency  for  Health  Care  Policy  and  Research 

.AHCPR  plays  a  key  role  by  establishing  practice  guidelines  and  conducting  outcomes  research.  Tliis 
helps  insure  thai  high  qiuTlity  and  cost-effecuve  medical  services  are  provided   AHCPR  guidelines  on 
stroke  rchabililalion  have  received  considerable  attention  from  practitioners.  We  concur  vvitli  tlie  Friends 
of  AHCPR's  recommendation  of  jm  FY  1997  appropnation  of  $190  million 
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STATEMENT  OF  WARREN  GREENBERG.  PROFESSOR  OF  HEALTH 
ECONOMICS  AND  HEALTH  CARE  SCIENCES,  GEORGE  WASH- 
INGTON UNIVERSITY,  ON  BEHALF  OF  THE  MENDED 
HEARTS,  INC. 

My  name  is  Warren  Greenberg.  I  am  a  professor  of  health  economics  and  of 
health  care  sciences  at  The  George  Washington  University.  I  am  married  and 
have  a  21 -year-old  daughter. 

I  advocate  an  increased  appropriation  for  the  National  Heart,  Lung,  and  Blood 
Institute.  I  am  a  victim  of  heart  disease  and  as  a  beneficiary  of  the  efforts  of 
medical  researchers  to  overcome  this  disease.  I  might  also  add  that  I  am  a 
member  of  Mended  Hearts,  Inc.,  a  support  group  of  24,000  members  throughout 
the  United  States  who  have  heart  disease,  and  I  have  been  appointed  lobbying 
and  legislation  chairperson  of  that  group-a  volunteer  position. 

I  am  52  years  old.  I  was  born  with  aortic  stenosis,  a  narrowing  of  the  heart  valve. 
Throughout  my  entire  life  I  have  lived  with  heart  disease,  often  incredibly  severe 

When  I  was  in  my  early  teens,  my  physicians  did  not  allow  me  to  play  high-school 
inter-mural  sports,  although  I  was  a  fine  young  athlete.  At  the  age  of  eighteen  I 
was  told  not  to  play  ball  under  any  circumstances.  In  my  early  20s  I  was  told  to 
climb  no  more  than  two  flights  of  stairs.  By  my  early  and  mid-thirties  I  began  to 
climb  steps  more  and  more  slowly,  often  pausing  to  rest.  I  never  carried  an  attache 
case  home  from  work.  It  was  too  heavy.  I  would  often  balance  a  large  book  on  my 
hips,  rather  than  carrying  it  outright,  in  order  to  blunt  the  weight.  I  would  walk  two 
or  three  blocks  on  a  level  street  to  avoid  going  up  three  or  four  steps  at  the  end  of 
particular  blocks.  I  could  barely  lift  my  newborn  child;  I  could  not  help  my  wife  take 
in  the  grocery  bags.  I  was  a  cardiac  cripple. 

On  May  7,  1982.  at  the  age  of  39,  I  had  open-heart  surgery  at  the  Cleveland  Clinic 
to  replace  my  diseased  valve  with  the  valve  of  a  pig.  After  my  six-week 
recuperative  period  I  was  amazed  to  find  that  not  only  was  I  able  to  walk,  but  was 
also  able  to  play  tennis,  to  jog,  and  to  exercise.  I  was  able  to  live  a  normal  life. 

By  August  1988,  however,  my  new  valve  had  failed.  On  August  31,  I  again  had 
cardiac  surgery  at  the  Cleveland  Clinic  to  replace  the  failed  pig  valve  with  an 
artificial  plastic  valve,  known  as  the  St.  Jude's  valve.  I  am  again  able  to  live  a 
relatively  normal,  very  productive  life.  And  I  am  deeply  thankful  for  it. 

I  still  take  a  blood-thinning  medicine,  Coumadin,  which  helps  prevent  clots  on  my 
new  valve.  At  the  same  time,  because  of  the  medicine,  I  must  be  cognizant  and 
careful  of  excessive  bleeding.  In  1983  I  contracted  bacterial  endocarditis,  an 
infection  of  the  heart  valve,  from  dental  surgery  which  kept  me  in  the  hospital  for 
six  weeks.  Whenever,  I  have  dental  work,  I  now  get  intravenous  penicillin  to 
protect  me  against  such  infections.  I  realize  that  my  valve,  as  a  mechanical  device, 
may  fail  at  any  time  in  the  future. 

For  neariy  fourteen  years,  thanks  to  the  fruits  of  medical  research,  I  have  been 
able  to  travel  abroad  at  least  once  a  year,  to  jog  in  the  park,  to  be  a  productive 
author  of  many  scholarly  articles  and  a  number  of  books  on  the  health  care 
economy.  I  have  been  quoted  often  on  my  views  of  the  U.S.  health  care  system 
and  have  made  many  television  appearances.  If  it  were  not  for  the  advances  in 
research  leading  to  improved  techniques  in  open-heart  surgery,  I  would  not  have 
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seen  my  fortieth  birthday     I  would  not  be  able  to  look  forward  to  a  life  of  many 
rewards  and  enjoyments. 

As  an  economist  I  observe  continually  the  link  between  monetary  resources  and 
the  development  of  innovation  and  technology  Health  care  research,  and 
cardiovascular  research  in  particular,  is  no  exception  I  also  understand  as  an 
economist  that  there  are  always  competing  uses  for  appropriated  monies. 
However,  cardiovascular  diseases  last  year  killed  more  than  954,000  Amencans, 
more  than  150,000  of  whom  are  under  age  65.  Despite  advances  in  medical 
research,  these  diseases  remain  the  number  one  killer  in  the  United  States  and  a 
leading  cause  of  disability.  From  my  personal  perspective  and  for  those  in  Mended 
Hearts  Inc  and  others  in  the  United  States  who  have  heart  disease  or  will  get  it  In 
their  lifetime,  I  ask  for  an  increase  in  appropriation  for  the  NHLBI  to 
$1  5  billion,  to  help  reduce  further  the  incidence  and  degree  of  heart  disease. 


STATEMENT  OF  PATRICK  WATERS,  PRESIDENT,  MONTGOMERY 
COUNTY,  MARYLAND  STROKE  CLUB,  INC. 

My  name  is  Patrick  Waters  and  I  am  a  left  hemiplegic  stroke  survivor  of 
seven  years  I  am  currently  the  President  of  the  Montgomery  County,  Maryland 
Stroke  Club  The  stroke  club  is  a  non-profit  organization  for  stroke  survivors  and 
their  families  and  numbers  about  400  as  well  as  about  100  professionals 

Stroke  can  happen  to  anyone  and  stroke  is  the  third  leading  cause  of  death 
in  the  United  States  and  stnkes  about  500,00  Amencans  each  year,  killing  about 
150,000.  Think  about  this,  anyone  or  their  loved  ones  could  be  struck  down  by  a 
stroke  It  happened  to  three  of  our  United  States  presidents.  I  pray  that  none  of 
you  or  yours  will  ever  know  this  terrible  suffering. 

My  stroke  occurred  in  February  1989  I  had  taken  an  eariy  retirement  and  I 
planned  to  begin  a  second  career,  travel  and  manage  my  investment  portfolio  My 
last  two  of  four  children  were  neariy  finished  in  college  and  everything  seemed  to 
be  going  as  planned.  My  stroke  was  due  to  an  AVM,  which  as  far  as  I  can 
understand,  is  a  birthmark  in  the  brain. 

My  stoke  was  devastating  enough,  but  was  compounded  by  a  severe  fall  in 
the  hospital  that  involved  a  second  bleed.  Soon  after  my  surgery,  I  began  to  have 
severe  burning  pain  on  my  entire  paralyzed  side.  It  was  described  as  post  stroke 
syndrome  by  some,  as  supersensitivity  by  others  and  also  as  thalamic  pain  since 
my  AVM  was  in  the  thalamus.  The  National  Institutes  of  Health  was  the  only  place 
where  I  was  able  to  get  literature  on  this  condition. 

The  burning  pain  I  suffer  is  encountered  when  I  walk  on  rugs.  Shock  waves 
travel  up  my  weak  side.  I  feel  this  pain  whenever  anyone  or  anything  touches  my 
left  side  Even  my  own  arm  assaults  me  when  it  rest  on  my  lap  or  dangles  at  my 
side  This  pain  is  extremely  exhausting.  In  recent  years  I  have  heard  from  other 
stroke  survivors  who  say  they  too  suffer  this  pain.  At  this  time  we  are  mostly  told  to 
learn  to  live  with  it. 

The  long  arduous  task  of  physical  therapy  so  I  could  walk  again  was 
lengthy,  frustrating  and  extremely  expensive.  But,  at  least  I  had  hope.  With  this 
pain  I  feel  despair  for  myself  and  others  because  until  help  is  found,  we  suffer. 
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Please  allocate  $95.5  million  for  National  Institute  of  Neurological  Disorders 
and  Stroke-supported  stroke  research  and  prevention  in  FY  1997  so  those  in  pain 
may  find  relief,  and.  if  not  for  us,  for  those  who  may  be  struck  in  the  years  to  come. 
Being  associated  with  a  stroke  club  you  see  many  young  people  whose  futures  are 
altered  forever  by  stroke  and  most  have  no  future.  Please  give  them  hope  through 
this  funding. 

As  a  retired  electrical  engineer  on  the  space  program,  I  know  this  country  is 
capable  of  achieving  the  near  impossible.  I  believe  this  country  can  and  will  be  the 
first  to  prevent  strokes  and  possibly  even  undue  the  damage  they  have  wreaked. 


STATEMENT  OF  THE  NATIONAL  ASSOCIATION  OF  ANOREXIA 
NERVOSA  AND  ASSOCIATED  DISORDERS  [ANAD] 

Eating  disorders  are  devastating  illnesses  which  afflict  more  than  seven  million 
women  and  one  million  men  in  America.  These  illnesses  -  -  which  include 
anorexia  nervosa,  or  self-starvation;  bulimia  nervosa,  or  binge-purge  syndrome; 
and  compulsive  overeating  -  -  produce  psychological  anguish  for  victims  and 
their  families,  cause  dangerous  medical  complications,  and  have  the  highest 
mortality  rates  of  any  psychiatric  illness. 

Founded  in  1976,  ANAD  is  America's  oldest  and  largest  grass  roots  association 
of  lay  and  professional  people  dedicated  to  alleviating  the  problems  of  eating 
disorders.   We  have  assisted  millions  of  people  through  our  programs,  which 
include  an  international  network  of  free  support  groups;  a  free  national  hotline 
and  referral  service;  professional  training  conferences;  anc:  education,  pre- 
vention and  advocacy  campaigns. 

The  prevention  of  eating  disorders  is  central  to  the  mission  of  ANAD.  Our 
educational  outreach  programs  reach  tens  of  thousands  of  people  every  year, 
proving  that  education  and  prevention  programs  do  not  need  to  be  expensive 
to  be  effective. 

It  is  particularly  important  to  target  prevention  programs  to  adolescents  and 
young  adults,  because  ANAD  studies  show  that  86  percent  of  the  people  with 
eating  disorders  develop  their  illness  by  the  age  of  20.   Millions  of  youths  could 
be  reached  if  all  schools  and  public  health  agencies  emphasized  the  primary 
and  secondary  prevention  of  eating  disorders. 

Yet  the  resources  that  public  health  agencies  and  schools  devote  to  the  preven- 
tion of  eating  disorders  are  negligible  in  comparison  to  the  resources  and  at- 
tention they  devote  to  the  prevention  of  other  serious  health  problems  such  as 
drug  and  alcohol  abuse.   At  all  levels  -  -  federal,  state  and  local  -  -  the 
same  kind  of  commitment  must  be  made  to  the  prevention  of  eating  disorders. 

We  request  that  $  5,000,000  be  appropriated  for  programs  and  services  to  pre- 
vent eating  disorders.     We  also  request  continued  funding  for  research  into  the 
causes  and  treatment  of  eating  disorders,  and  increased  funding  for  research 
evaluating  the  effectiveness  of  different  prevention  strategies. 

Both  primary  prevention  and  secondary  prevention  programs  are  needed.  But  we 
believe  it  is  particularly  urgent  to  fund  the  research  and  development  of  pri- 
mary prevention  programs. 

Secondary  prevention  programs  emphasize  early  detection  and  early  intervention, 
while  primary  prevention  programs  seek  to  prevent  people  from  developing  eat- 
ing disorders  in  the  first  place.   Primary  prevention  approaches  counter  the 
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root  causes  of  eating  disorders  both  by  educating  people  about  nutrition,  body 
development  and  growth  and  by  helping  people  build  self-esteem  and  develop 
emotionally  healthy  responses  to  successes,  failures  and  life-changes.   These 
programs  also  build  a  foundation  of  emotional  health  that  helps  to  prevent  many 
other  emotional  illnesses  and  high-risk  behaviors. 

Schools  can  play  a  major  role  in  preventing  eating  disorders  simply  by  incor- 
porating this  kind  of  preventive  education  into  their  existing  health  education 
curricula.  This  is  just  one  example  of  how  primary  and  secondary  prevention 
strategies  can  be  implemented  at  a  very  low  cost. 

All  primary  and  secondary  prevention  programs  should  be  designed  and  imple- 
mented with  both  fiscal  responsibility  and  cost-effectiveness  in  mind.  The  same 
considerations  apply  to  research  projects.  Agencies  seeking  funds  for  such 
programs  or  projects  should  provide  detailed  information  on  their  proposeds 
and  then  strictly  account  for  the  funds  they  receive. 

If  effective  prevention  programs  are  implemented  on  a  widespread  basis,  far 
fewer  people  will  need  the  expensive  and  lengthy  medical  treatment  and 
therapy  required  to  treat  serious  eating  disorders.  From  a  monetary  standpoint, 
the  cost  savings  will  be  enormous.   From  a  human  standpoint,  the  savings  will 
be  immeasurable. 

OTHER  IMPORTANT  ISSUES 

Several  other  issues  must  also  be  addressed  if  we  are  to  eradicate  the  deadly 
illnesses  of  eating  disorders.  Other  key  priorities  include: 

1)  Improving  patients'  access  to  quality,  affordable  treatment  through  insurance 
reform  and  other  measures;  and 

2)  Improving  the  training  health  care  professionals  receive  on  recognizing  and 
treating  eating  disorders;  and 

3)  Encouraging  research  that  evaluates  promising  prevention  strategies  and 
self-help  strategies. 

Each  of  these  issues  is  summarized  below.   Where  appropriate,  we  have  in- 
cluded ANAD  recommendations  on  how  to  best  address  these  issues. 

Access  to  Treatment: 


High-quality  treatment  for  eating  disorders  js  available.   Unfortunately,  most 
victims  of  eating  disorders  are  unable  to  actually  access  this  treatment. 

Victims  of  eating  disorders  who  have  private  insurance  routinely  are  refused 
reimbursement  for  the  treatment  they  reqyire.  People  seeking  treatment 
through  Community  Mental  Health  Centers  generally  fare  no  better,  though 
for  different  reasons. 

Typically,  people  who  have  eating  disorders  require  specialized  medical  and 
psychiatric  treatment.  But,  because  insurers  often  treat  eating  disorders 
only  as  a  mental  illness,  patients  are  both  denied  the  medical  treatment  they 
require  and  subjected  to  the  extremely  low  caps  on  benefits  for  treatment 
of  mental  illnesses. 

For  example,  patients  with  serious  eating  disorders  often  require  extensive 
medical  treatment  to  restore  the  weight  they  have  lost.  Ideally,  this  weight 
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restoration  should  occur  concurrently  with  the  provision  of  psychological  ser- 
vices and  behavior  modification.   Yet  most  insurance  companies  will  not 
cover  medical  services  and  psychological  services  concurrently  -  -  making 
it  hard  for  patients  to  receive  comprehensive  treatment. 

People  seeking  treatment  through  Community  Mental  Health  Centers  often 
find  it  difficult  to  obtain  the  multidisciplinary  treatment  they  require.  This 
is  due,  in  large  part,  to  the  budget  constraints  under  which  these  centers  op- 
erate. Because  they  must  focus  their  limited  resources  on  the  treatment  of 
mental  illnesses  such  as  schizophrenia,  bipolar  disorder,  and  depression,  they 
often  are  not  equipped  to  provide  the  multidisciplinary  program  of  medical 
monitoring,  nutritional  counseling  and  therapy  that  patients  with  eating 
disorders  require. 

Action  must  be  taken  on  many  different  fronts  to  improve  patients'  access  to 
treatment  for  their  iUnesses.   On  the  legislative  front,  proposals  for  insurance 
reform  and  health  care  reform  must  ensure  that  patients  with  eating  disorders 
can  receive  reimbursement  for  both  medical  treatment  and  mental  health 
care.  Government  -  funded  mental  health  centers,  meanwhile,  should  be  en- 
couraged to  develop  multidisciplinary  approaches  to  the  treatment  of  eating 
disorders,  perhaps  by  working  in  partnership  with  others  in  the  community 
who  are  addressing  various  aspects  of  the  problems  of  eating  disorders. 

Training  Health  Care  Professionals  to  Recognize  and  Treat  Eating  Disorders; 

Because  eating  disorders  are  complicated  illnesses  requiring  multidisciplinary 
treatment,  it  is  also  important  to  educate  health  care  professionals  from  all 
disciplines  on  the  recognition  and  treatment  of  these  illnesses.   We  believe 
it  is  particularly  important  to  provide  the  training  to  internists,  pediatricians 
and  other  health  care  professionals  who  are  not  specialists  in  eating  disorders, 
because  these  are  the  health  care  professionals  most  likely  to  first  come  in 
contact  with  a  person  who  has  an  eating  disorder.  In  many  cases  -  -  especially 
in  managed  care  systems  -  -  these  are  also  the  doctors  who  are  responsible 
for  authorizing  referrals  and  specific  treatments,  so  it  is  critical  that  they 
know  as  much  as  possible  about  these  illnesses. 

Research  Evaluating  Prevention  and  Self-Help  Strategies; 

We  also  need  to  encourage  and  fund  research  that  evaluates  which  prevention 
and  self-help  support  strategies  are  most  effective.   We  want  to  emphasize, 
however,  that  it  is  urgent  to  begin  implementing  promising  strategies  for 
primary  prevention  now.  If  we  hold  off  on  implementing  primary  education 
strategies  until  the  value  of  each  and  every  prevention  strategy  has  been 
thoroughly  documented,  it  will  be  years  before  we  can  adequately  address 
the  dangerous  -  -  and  growing  -  -  problem  of  eating  disorders  in  America. 


STATEMENT  OF  DR.  IVAN  DIAMOND,  PRESIDENT,  THE 
RESEARCH  SOCIETY  ON  ALCOHOLISM 

My  name  is  Ivan  Plamond,  M.D.,  Ph.D.  I  am  a  physician  and  a  medical  scientist 
and  am  writing  because  I  am  President  of  the  Research  Society  on  Alcoholism.  RSA 
has  more  than  1 000  members  who  do  basic  and  clinical  research  on  alcoholism  and 
alcohol  abuse.  I  am  also  Professor  and  Vice-Chairman  of  the  Department  of 
Neurology  at  the  University  of  California  and  Director  of  the  Gallo  Center  at  San 
Francisco  General  Hospital  where  we  study  the  effects  of  alcohol  on  the  brain.   So, 
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I  also  represent  physicians  and  health  workers  who  face  alcoholism  every  day  and 
are  trying  to  do  something  about  it. 

I  want  to  thank  you  for  the  opportunity  to  communicate  with  the  Subcommittee  on 
behalf  of  the  alcohol  research  community,  and  more  importantly,  on  behalf  of  the 
millions  of  Americans  and  their  families  who  suffer  the  consequences  of  alcoholism. 
1  also  want  to  thank  the  Subcommittee  for  the  inclusion  of  report  language 
encouraging  NIAAA  to  address  critical  needs  for  new  work  in  genetics,  new 
medicines,  and  the  health  consequences  of  moderate  drinking.  Research  in  these 
areas  is  timely,  important  and  needs  even  more  support.   I  want  to  tell  you  why. 

THE  PROBLEM 

Alcoholism  and  alcohol  abuse  are  big  problems.  15  million  Americans  ~  almost 
10%  of  our  adult  citizens  -  drink  alcohol  excessively.  Alcoholics  and  alcohol 
abusers  drink  about  half  of  all  of  the  alcohol  produced  in  this  country  and  account 
for  nearly  all  of  the  socioeconomic  and  medical  complications  of  alcoholism  and 
alcohol  abuse.  These  people  have  families  who  also  suffer  the  consequences  of 
alcoholism.  Each  one  of  you  knows  such  families.  Alcoholism  is  a  very  common 
problem  and  it  occurs  in  all  socioeconomic  classes.  Twenty  to  forty  percent  of  our 
hospital  beds  are  filled  with  patients  affected  by  alcohol.  Alcoholism  and  alcohol 
abuse  account  for  5%  of  all  deaths  in  the  nation,  twice  as  many  as  die  of  AIDS. 
Americans  lose  more  years  of  productive  life  due  to  the  complications  of  alcoholism 
than  they  do  from  heart  disease. 

CURRENT  SPENPING 

Over  90%  of  all  alcohol  research  support  comes  from  NIAAA,  making  it  our  most 
important  source  of  funding.  Alcoholism  and  alcohol  abuse  cost  our  society  an 
enormous  amount  of  money,  about  $100  billion  a  year.  However,  NIAAA  has  a 
budget  of  $198.6  million,  only  2%  of  the  total  NIH  budget.  You  would  think  that 
such  a  widespread  problem  with  well-documented  costs  to  society  would  drive  our 
investment  in  alcohol  research  to  higher  levels,  but  this  is  not  happening.  Instead, 
we  are  falling  further  behind.  While  the  total  NIH  budget  has  increased  an  average 
of  3.7%  since  NIAAA  joined  NIH,  the  average  increase  for  NIAAA  has  been  25% 
less  than  the  NIH  average.  NIAAA  has  had  an  average  annual  increase  of  only 
2.8%.  Clearly  the  investment  in  alcohol  research  does  not  reflect  the  magnitude  of 
the  problem. 

The  currency  of  medical  science  in  America  today  is  the  NIH  grant.  Due  to  the 
budget  shortfall  to  NIAAA,  many  highly  qualified  research  projects  are  not  being 
funded.  For  example,  in  FY  96  only  18%  of  grant  applications  to  NIAAA  will  be 
funded,  where  over  the  past  several  years  NIH  has  funded  closer  to  25%  of  grant 
applications.  For  FY  97  the  figures  are  even  worse  where  we  anticipate  that  NIAAA 
will  only  be  able  to  fund  15%  of  applications.  Our  research  society  strongly  urges 
the  Congress  to  begin  to  correct  this  deficiency.  We  request  a  9%  increase  to  bring 
NIAAA  funding  to  $216.2  million  in  FY  97. 
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FUTURE  RESEARCH  OPPORTUNITIES 

I  am  a  neurologist  and  a  physician  scientist  so  I  will  discuss  some  of  the  issues  I 
know  best;  genes,  neuroscience,  new  drugs,  and  the  health  consequences  of  moderate 
drinking. 

Genes  and  the  Risk  for  Alcoholism: 

While  environmental  conditions  influence  drinking  habits,  there  is  no  question  that 
alcoholism  runs  in  some  families  because  of  genetic  factors.  Alcoholism,  like 
diabetes  and  hypertension,  is  probably  transmitted  through  the  actions  of  several 
genes.  Our  brain  has  many  genes  that  control  the  way  our  brain  cells  work.  In  the 
last  few  years  we  have  discovered  how  to  study  the  genetics  of  complex  behaviors, 
like  alcoholism. 

A  concerted  effort  to  discover  which  genes  confer  susceptibility  to  alcoholism  is 
being  supported  by  NIAAA.  This  involves  sophisticated  techniques  of  molecular 
genetics.  Nearly  70%  of  the  genes  in  269  alcoholic  families  has  been  scanned  in  a 
search  for  alcoholism  genes.  NIAAA  is  also  supporting  studies  in  animals  to  search 
for  genes  that  control  alcohol  craving,  addiction,  tolerance  and  dependence,  since 
similar  genes  are  often  the  same  in  animals  and  human  beings.  When  you  find  the 
right  gene  in  an  animal,  it  is  much  easier  to  identify  the  same  gene  in  humans. 

Genetic  information  will  help  physicians  prevent  alcoholism  in  affected  families.  But 
there  are  important  therapeutic  implications  as  well.  Genes  are  the  captains  of  the 
cell.  They  tell  the  cell  what  proteins  to  make  and  how  to  function.  Once  an 
abnormal  gene  is  identified,  or  if  alcoholism  makes  a  normal  gene  work  too  hard,  we 
can  discover  what  is  wrong.  Then  new  treatments  can  be  developed  to  overcome 
these  adverse  effects.  This  is  a  great  opportunity  for  new  therapies.  For  the  firijt 
time  we  can  anticipate  designing  new  drugs  for  alcoholism  and  its  medical 
complications. 

Alcohol  and  Gene  Control  of  Brain  Function: 

Every  organ  in  an  individual  has  the  same  genes,  but  the  brain  is  different  than  the 
liver.  This  occurs  because  some  genes  are  more  active  in  one  organ  and  less  active 
in  another.  There  are  sophisticated  mechanisms  to  regulate  which  genes  may  work 
in  each  organ.  Researchers  have  discovered  that  alcohol  actually  changes  which 
genes  are  switched  on  and  off,  making  some  genes  work  harder  than  others.  These 
gene  changes  are  probably  involved  in  craving  and  addiction,  as  well  as  in  the  brain 
disorders  of  alcoholics  and  the  developing  fetus  of  alcoholic  mothers.  This  new 
knowledge  has  important  implications  for  treatment,  where  we  can  now  anticipate 
designing  new  drugs  for  alcoholism  with  powerful  effects.  Also,  genes  identified  by 
their  response  to  alcohol  might  be  abnormal  in  genetic  alcoholism,  providing  another 
marker  to  identify  people  at  risk  to  develop  alcoholism  because  of  genetic  factors. 

New  Medications: 

Alcohol  changes  the  function  of  the  brain  by  changing  the  way  brain  cells  talk  to 
each  other.  A  brain  cell  receives  information  from  another  cell  through  specialized 
receptor  sites  on  the  cell  surface.  Information  is  next  transferred  to  the  inside  of  the 
cell  where  the  function  of  cell  proteins  is  modified  by  specialized  enzymes.  Many 
of  these  signaling  and  regulatory  mechanisms  are  very  sensitive  to  alcohol, 
suggesting  new  targets  for  treatment.     One  of  them,  an  opioid  receptor,  affects 
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alcohol  drinking.  NIAAA  supported  researchers  discovered  that  naltrexone,  a  drug 
that  blocks  this  signal  site,  helps  alcoholics  stop  drinking.  Alcoholics  have  a  very 
high  relapse  rate  when  they  try  to  become  abstinent.  The  relapse  rate  is  reduced  by 
50%  in  alcoholics  treated  with  naltrexone.  This  is  the  first  new  drug  for  alcoholism 
treatment  in  50  years,  but  it  represents  only  the  beginning.  More  important  targets 
are  being  identified  today  and  better  drugs  will  appear  with  more  NIAAA  supported 
research. 

Health  Consequences  of  Moderate  Drinking: 

Heavy  drinkers  develop  cirrhosis  and  other  terrible  health  problems  that  reduce  their 
life  expectancy.  However,  many  studies  in  different  countries  indicate  that  moderate 
drinking  has  a  protective  effect  against  heart  disease  in  middle  aged  people.  For 
example,  the  risk  of  a  heart  attack  in  a  50  year  old  man  who  drinks  moderately  will 
be  1 0%  rather  than  20%.  As  we  better  understand  how  this  happens  we  can  augment 
these  beneficial  effects.  Possible  mechanisms  include  increases  in  the  good  HDL 
cholesterol,  antioxidant  effects  from  red  wine  to  protect  against  heart  damage  and 
hardening  of  the  arteries  as  suggested  by  the  "French  Paradox,"  and  subtle  blood- 
thinning  changes  that  may  also  be  protective.  Preliminary  evidence  in  animals 
suggest  that  moderate  alcohol  drinking  may  also  work  through  a  special  signaling 
receptor  site  on  the  heart  to  confer  protection  against  heart  damage.  NIAAA  is 
actively  supporting  these  exciting  research  questions. 

CONCLUSION 

We  all  know  alcoholics  with  careers  and  families  that  have  been  shattered  by 
alcoholism.  The  suffering  is  real  and  the  cost  to  the  American  family  and  the 
American  workplace  is  enormous.  While  people  are  reluctant  to  discuss  family 
alcohol  problems,  it  is  critical  that  Congress  continues  to  support  research  and  public 
awareness  in  alcoholism  and  alcohol  abuse. 

We  are  making  wonderful  discoveries  in  molecular  biology  and  genetics  that  could 
not  have  happened  even  five  years  ago,  and  the  benefits  of  this  research  are  close  at 
hand.  I  urge  you  to  make  a  prudent  investment  and  increase  the  NIAAA  budget  by 
$17.6  million  or  9%.  Such  an  increase  will  enable  us  to  build  upon  the  exciting 
research  opportunities  we  have  discovered  and  provide  the  country  with  an  excellent 
return  on  its  investment. 


STATEMENT  OF  ROSALIE  LEWIS,  VICE  PRESIDENT  OF  DEVELOP- 
MENT, THE  DYSTONIA  MEDICAL  RESEARCH  FOUNDATION 

I  am  Rosalie  Lewis,  Vice  President  of  Development  of  the 
Dystonia  Medical  Research  Foundation.  It  is  my  pleasure  to 
submit  testimony  to  the  Subcommittee  on  behalf  of  the 
Foundation. 

First  and  foremost  I  would  like  to  thank  this  subcommittee 
for  its  generous  funding  of  the  National  Institutes  of 
Health  in  its  FY96  appropriations  bill.  The  Foundation  is 
aware  of  the  tremendous  fiscal  constraints  under  which  you 
were  working  and  we  are  extremely  appreciative  of  your 
continued  commitment  and  support  of  biomedical  research. 
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I  have  been  formally  involved  with  the  Foundation  since 
1989,  but  on  a  more  personal  level  I  have  been  dealing  with 
dystonia  since  1985  when  the  first  of  the  three  of  our  four 
children  with  dystonia  was  diagnosed.  In  fact,  I  had  hoped 
that  my  18  year-old  son  Benjamin  could  have  joined  me  today 
in  speaking  with  you  about  dystonia.  However,  dystonia  has 
not  only  robbed  him  of  the  ability  to  walk  unaided,  or  to 
use  his  hands  for  any  fine  motor  coordination  like  writing, 
but  now  has  made  speaking  most  difficult.  Because  Benjy 
first  exhibited  symptoms  of  this  disorder  at  age  7,  he 
could  have  told  you  about  dystonia  first  hand  -  what  it  is 
like  to  live  a  life  filled  with  frustrations  and 
unanticipated  change.  In  fact,  the  only  thing  predictable 
about  dystonia  is  its  unpredictability. 

So,  for  my  sons,  Aaron,  Benjamin  and  Daniel,  I  would  like 
to  tell  you  a  little  something  about  dystonia  and  why  we, 
and  the  estimated  300,000  other  children  and  adults  need 
your  help  so  urgently. 

Dystonia  is  a  neurological  disorder  characterized  by  severe 
involuntary  muscle  contractions  and  sustained  postures. 
There  are  several  different  types  of  dystonia,  such  as: 
generalized  dystonia  which  afflicts  many  parts  of  the  body 
and  usually  begin  in  childhood  (my  sons  Benjamin  and  Daniel 
have  generalized  dystonia) ;  focal  dystonias  affecting  one 
specific  part  of  the  body  such  as  the  eyelids,  vocal  cords, 
neck,  arms,  hands  or  feet  (my  son  Aaron  has  a  focal 
dystonia  of  the  hand) ;  and  secondary  dystonia  which  is 
secondary  to  injury'  or  other  brain  illness. 

There  is  no  definitive  test  for  dystonia  and  many  primary 
care  doctors  have  never  seen  a  case  of  it.  This  fact 
coupled  with  its  varied  presentations  make  it  difficult  to 
correctly  diagnose.  It  is  estimated  that  90%  of  those 
suffering  from  dystonia  are  not  diagnosed  or  have  been 
misdiagnosed . 

In  primary,  uncomplicated  dystonia,  there  is  no  alteration 
of  consciousness,  sensation,  or  intellectual  function. 
Treatment  for  dystonia  has  met  with  limited  and  variable 
success  with  drug  therapy,  botulinum  toxin  injections,  and 
several  types  of  surgery.  My  children  with  generalized 
dystonia  take  huge  doses  of  drugs  which  makes  cognition 
difficult.  But  with  a  choice  between  walking  and  not 
walking,  one  may  choose  to  tolerate  drug  side  effects.  Ben 
has  just  recently  begun  the  botox  injections  into  the 
abductor  muscles  of  his  vocal  cords,  and  he  is  experiencing 
moderate  improvement. 

I  am  proud  to  be  involved  with  the  Dystonia  Medical 
Research  Foundation,  founded  just  20  years  ago  and  now  a 
membership-driven  organization. 

The  goals  of  the  Foundation  have  remained  the  same:  to 
advance  research  into  the  causes  of  and  treatments  for 
dystonia;  to  build  awareness  of  dystonia  in  the  medical  and 
the  lay  communities;  and  to  sponsor  patient  and  family 
support  groups  and  programs. 
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TO  ADVANCE  RESEARCH  - 

Since  1977  the  Foundation  has  awarded  over  260  medical 
research  grants  totaling  over  $13  million  dollars.  Among 
the  most  significant  results  of  this  research  was  the 
discovery  in  1989  of  a  genetic  marker  for  dystonia  and  in 
1995  of  the  gene  for  the  dopa-responsive  form  of  dystonia. 
In  addition,  several  drug  therapies  have  been  developed 
including  the  use  of  Botulinum  Toxin,  Baclofen,  and  Artane. 

In  1981  the  Foundation  established  three  centers  for 
dystonia  research  in  New  York,  Vancouver,  and  London  and 
still  finances  its  "flagship"  center  at  Columbia 
Presbyterian  Hospital  in  New  York. 

TO  BUILD  AWARENESS  - 

It  is  the  goal  of  the  Foundation  to  educate  the  lay  and 
medical  audiences  about  dystonia  so  that  people  afflicted 
with  the  confusing  symptoms  need  not  go  undiagnosed  or 
misdiagnosed  as  is  so  common. 

To  this  end  the  Foundation  conducts  medical  workshops  and 
regional  symposiums  during  which  comprehensive  medical  and 
research  data  on  dystonia  is  presented,  discussed,  and  then 
disseminated. 

The  New  York  dystonia  research  center,  which  I  mentioned 
earlier,  is  designed  as  a  teaching  center  as  well  as  a 
research  and  treatment  institution.  Thereby,  residents  and 
fellows  have  the  unique  opportunity  to  learn  about  both  the 
clinical  and  research  aspects  of  dystonia. 

Over  2,000  medical  videos  were  distributed  in  1995  to 
hospitals  and  medical  and  nursing  schools  and  were  shown 
throughout  the  year  at  various  professional  meetings.  In 
addition,  media  awareness  is  conducted  throughout  the  year 
but  most  especially  during  Dystonia  Awareness  Week  observed 
nationwide  each  September. 

TO  SPONSOR  PATIENT  AND  FAMILY  SUPPORT  GROUPS  - 

The  Foundation  has  more  than  200  chapters,  support  groups 
and  area  contacts  across  the  United  States  and  Canada.  We 
have  eight  regional  coordinators  and  leaders  in  each  region 
representing  awareness,  children's  advocacy,  extension, 
medical  education,  development  and  symposiums. 

Patient  symposiums  are  held  regionally  in  order  to  provide 
the  latest  information  to  dystonia  patients  or  others  who 
are  interested  in  the  disease.  In  fact,  in  1995  we  held 
nine  regional  symposiums  to  attract,  educate  and  inform 
more  people  about  dystonia.  Attending  were  over  one 
thousand  people,  more  than  35  doctors  and  nine  grant 
holders  who  were  speakers  on  dystonia.  The  next 
international  symposium  is  scheduled  for  May  24-26,  1996  in 
New  York  City,  and  you  are  all  invited I 
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THE  NATIONAL  INSTITUTES  OF  HEALTH  AND  DYSTONIA 

In  October  of  1996  we  anticipate  conducting  a  major  medical 
symposium  with  support  of  the  National  Institute  of 
Neurological  Disorders  and  Stroke.  In  February  1993  the 
Dystonia  Foundation  co-sponsored  with  the  National 
Institute  on  Neurological  Disorders  and  Stroke  an 
international  workshop  to  bring  together  basic  and  clinical 
investigators.  The  purpose  of  the  workshop  was  to  identify 
advances.  Some  conclusions  reached  as  a  result  of  the 
workshop  according  to  the  workshop  summary  were  that  "a 
greater  interaction  is  needed  among  researchers  from 
different  scientific  disciplines;  carefully  collected 
epidemiological  information  on  the  dystonia  subtypes  would 
provide  a  greater  recognition  not  only  of  the  prevalence  of 
the  dystonias  but  may  promote  an  understanding  of  the 
environmental  factors  that  result  in  clinical  expression; 
and  that  it  should  be  possible  in  the  near  future  to 
further  refine  the  classification  of  dystonias  based  on 
genetic  patterns  and  clinical  patterns  correlated  with  age 
of  onset  and  anatomical  sites  of  involvement."  The  meeting 
summary  also  states  that  "research  on  the  dystonias  is 
clearly  poised  for  potential  breakthroughs  at  this  time." 


This  summary  reiterates  that  "a  strong  alliance  within  the 
neuroscience  research  community  and  the  Affiliated  National 
Dystonia  Associations  to  continue  and  promote  the  needed 
referrals  for  the  clinical,  genetic  and  postmortem  brain 
collections  and  bridge  the  clinical  and  basic  science 
efforts  is  important  for  the  success  of  these  research 
endeavors.  The  NINDS  encourages  these  ongoing  research 
efforts  towards  the  elucidation,  treatment  and  eventual 
prevention  of  the  various  subtypes  within  the  clinical 
spectrum  of  dystonia." 

As  you  probably  are  aware,  it  can  be  extremely  difficult 
for  young  scientists  to  break  into  the  NIH  grant  system. 
The  Dystonia  Foundation  believes  that  NINDS  should  focus 
even  more  on  extramural  dystonia  research  and  would  like  to 
encourage  creative  collaborative  efforts. 

The  Dystonia  Medical  Research  Foundation  recommends  that 
the  National  Institutes  of  Health,  the  National  Institute 
on  Neurological  Disorders  and  Stroke,  and  the  National 
Institute  on  Deafness  and  other  Communication  Disorders  be 
funded  for  FY97  at  a  6.5%  increase  over  FY96.  Because 
dystonia  affects  Americans  six  times  more  than  most  other 
better  known  disorders  such  as  Huntington's,  Muscular 
Dystrophy,  and  ALS,  we  ask  that  NINDS  fund  dystonia- 
specific  extramural  research  at  the  same  level  it  supports 
research  in  those  other  neurological  diseases. 

With  the  proper  dedication  of  resources,  we  believe  that 
more  treatments  and  a  cure  can  be  developed  that  will  help 
my  three  boys  -  Aaron,  Benjamin  and  Daniel,  and  thousands 
of  others. 
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I  would  like  to  emphasize  that  we  are  clearly  at  a  point  of 
understanding  the  genetic  causes  of  this  disorder.  We 
believe  with  increased  NIH  funding  of  research  by  NINDS  and 
with  the  Foundation  grants,  we  will  celebrate  together  the 
discoveries. 

Thank  you  for  the  opportunity  to  submit  testimony  to  the 
Subcommittee  on  behalf  of  the  Dystonia  Medical  Research 
Foundation. 


STATEMENT  OF  THE  AMERICAN  SOCIETY  OF  CLINICAL 
PATHOLOGISTS 

ASCP  is  a  nonprofit  medical  specialty  society  organized  for  educational 
and  scientific  purposes.  Its  75,000  members  include  board  certified 
pathologists,  other  physicians,  clinical  scientists  and  certified 
technologists  and  technicians.  These  professionals  recognize  the  Society 
as  the  principal  source  of  continuing  education  in  pathology  and  as  the 
leading  organization  for  the  certification  of  laboratory  personnel.  The 
ASCP's  certifying  board  registers  more  than  150,000  laboratory 
professionals   annually. 

The  field  of  allied  health  represents  over  200  distinctive  health  care 
specialties  and  encompasses  60  percent  of  the  nation's  health  care 
workforce.    Allied  health  professionals  are  an  invaluable  asset  to  the 
nation's  public  health.    Allied  health  professionals  are  represented  in 
almost  every  tier  of  America's  health  care  delivery  system  including 
hospitals,  clinical  laboratories,  hospices,  extended  care  facilities,  health 
maintenance  organizaHons,  physicians'  offices,  and  schools. 

The  Allied  Health  Project  Grants  program,  under  section  767,  Title  VII  of 
the  Public  Health  Service  Act,  has  been  effective  in  addressing  the 
training  and  educational  needs  of  allied  health  personnel,  but  further 
strides  in  funding  are  still  needed  to  increase  the  number  of  allied  health 
professionals  to  an  adequate  level.   This  shortage  is  clearly  illustrated  by 
the  current  vacancy  rates  of  some  of  the  allied  health  professions. 
Cytotechnologists,  who  are  responsible  for  examining  cells  for  signs  of 
cancer,  have  a  vacancy  rate  of  19.2%,  and  histotechnologists,  who  prepare 
tissue  specimens,  have  a  vacancy  rate  that  has  more  than  doubled  to  over 
12%  since  1988.   We  estimate  that  in  1994,  the  nation's  12,938  hospital  and 
independent  laboratories  had  37,750  unfilled  positions. 

Several  rural,  medically  underserved  areas  have  had  outstanding  success 
with  programs  made  possible  from  the  Allied  Health  Project  Grants. 
Because  of  these  grants,  the  University  of  Nebraska  Medical  Center, 
located  in  Omaha,  Nebraska,  has  established  and  continues  to  operate  an 
off-campus  student  laboratory  in  the  rural  commvmity  of  Kearney, 
Nebraska  which  is  linked  to  several  other  rurally  based  clinical  education 
sites.    After  training  through  video  links  at  Kearney  from  the  main 
campus,  the  students  complete  their  clinical  education  at  one  of  the 
several  rural  sites  located  throughout  the  state.  This  has  allowed  the 
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University  to  successfully  attract  and  maintain  students  dedicated  to 
clinical  practice  in  such  areas,  in  fact,  89%  of  the  program's  35  graduates 
are  currently  employed  in  rural  facilities.     This  program  has  increased  its 
percent  of  graduates  accepting  jobs  in  rural  areas  from  8%  prior  to  the 
grant  to  41%  in  1995. 

These  grants  have  also  resulted  in  a  similar  program  sponsored  by  the 
Medical  College  of  Georgia.   The  objective  of  this  program,  however,  was 
to  develop  a  collaborative  network  among  the  college's  medical 
technology  department,  and  distant  colleges,  clinical  laboratories,  and 
medical  laboratory  technician  program  directors  to  establish  a  rural  link 
and  curriculum  for  advancing  the  careers  of  laboratory  professionals.    As 
a  result  of  this  program,  30  newly  certified  medical  technologists  had 
begun  practice  in  rural  areas. 

Allied  Health  Project  Grants  funding  also  played  a  crucial  role  in  the 
University  of  Indiana's  effort  to  improve  the  histologic  technician 
national  vacancy  rate.     This  program  is  designed  to  meet  both  urban  and 
rural  needs  by  establishing  a  linkage  between  the  university  and  23 
hospital  host  sites  nationwide,  allowing,  students  to  receive  course  work 
and  credit  without  relocation  to  Indiana's  urban  setting.    The  required 
courses  are  broadcast  to  the  host  sites  where  students  learn  the  material, 
and  complete  four  additional  laboratory-oriented  courses  under  the  on- 
site  supervision  of  a  registered  histotechnologist.   This  program  is 
designed  to  serve  a  minimum  of  25  students  each  year. 

Meeting  the  national  goal  of  creating  a  successful  minority  recruiting  and 
retention  program  for  medical  technologists  was  the  focus  of  a  University 
of  Maryland  project  initiated  by  allied  health  grant  funding  in  1991. 
Through  utilizing  a  four  phase  design,  which  begins  with  career 
awareness  activities  for  elementary  and  middle  school  students,  this 
model  provides  a  continuun\  of  activities  which  progressively  focuses  on 
identifying,  retaining,  and  advancing  interested  students  to  the 
completion  of  a  baccalaureate  degree.   Because  of  this  program,  the 
University  of  Maryland  has  attained  a  current  52%  minority  medical 
technology  student  enrollment  at  a  majority  institution,  and  an  average 
95%  student  retention,  placing  it  among  the  highest  in  the  country. 

In  light  of  the  success  of  these  programs,  and  the  continuing  need  for 
additional  allied  health  professionals  in  our  nation's  health  care  delivery 
system,  we  urge  you  to  consider  funding  the  Allied  Health  Project  Grants 
program  at  $10  million  for  fiscal  year  1997. 


STATEMENT  OF  THE  NATIONAL  COALITION  FOR  CANCER 
SURVIVORSHIP 

The  National  Coalition  for  Cancer  Survivorship  (NCCS)  is  pleased  to  have  the 
opportunity  to  submit  comments  to  the  Subcommittee  regarding  funding  for  the 
National  Institutes  of  Health  (NIH)  and  National  Cancer  Institute  (NCI).  NCCS  is 
the  largest  national  grassroots  organization  representing  people  with  ail  types  of 
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cancer.  Our  members  include  thousands  of  individuals  with  cancer  and  their  family 
members,  most  of  the  nation's  leading  cancer  centers,  individual  health  care 
providers  and  hospitals,  and  cancer  professional,  support  and  advocacy 
organizations. 

For  the  ten  million  Americans  living  with  a  diagnosis  of  cancer  and 
the  over  a  million  more  that  wdll  be  diagnosed  this  year  alone,  the  nation's  ongoing 
commitment  to  biomedical  research  is  absolutely  critical.  Our  very  survival  and 
quality  of  life  depends  on  the  work  of  a  strong  National  Institutes  of  Health  (NIH) 
and  National  Cancer  Institute  (NCI). 

NCCS  is  extremely  grateful  for  the  funding  increase  Congress 
allocated  to  NIH  this  past  year.  We  realize  that  Congress  and  the  rest  of  the  country 
face  extremely  difficult  choices  in  trying  to  balance  the  federal  budget.  However, 
biomedical  research  and  the  health  of  the  American  public  should  not  fall  prey  to  the 
budget  ax.  Together,  Congress  and  the  entire  patient  and  medical  community  must 
continue  to  fight  for  increased  funding  for  biomedical  research. 

The  Promise  of  Cancer  Research 

Cancer  research  is  progressing  at  a  rapid  rate.  Practically  every  day 
we  learn  of  new  discoveries  in  the  treatment,  prevention  and  causes  of  cancer.  Some 
of  the  most  exciting  recent  advances  have  occurred  in  the  area  of  genetics. 
Researchers  have  identified  individual  genes  directly  linked  to  an  increased  incidence 
of  a  number  of  cancers,  including  breast  and  prostate.  Much  of  this  progress  would 
not  have  been  achieved  yet  were  it  not  for  the  important  work  being  done  at  NCI  and 
the  National  Center  for  Human  Genome  Research. 

Research  advances  translate  into  improved  survival  and  quality  of  life 
for  people  with  cancer.  Cancer  research  has  contributed  to  the  dramatic 
improvement  in  survival  rates  for  children  with  leukemia  -  from  4  percent  in  1960  to 
73  percent  in  1995.  Recently,  research  has  also  helped  to  reduce  the  mortality  rate 
from  breast  cancer  in  American  women.    If  the  United  States  is  to  continue  seeing 
similar  benefits  of  research,  we  must  provide  NIH  and  NCI  with  ample  funding. 
Therefore.  NCCS  urges  Congress  to  increase  funding  for  NIH  by  6.5  percent.  This 
modest  increase  will  help  ensure  that  the  United  States  does  not  lose  ground  in  its 
fight  against  cancer. 

WeU-balanced  Funding  for  Basic  and  Clinical  Research 

The  budget  for  NCI  and  NIH  should  include  appropriate  funding  for 
basic,  translational  and  clinical  research.  A  1994  report  of  the  congressionally 
mandated  Subcommittee  on  the  Evaluation  of  the  National  Cancer  Program 
(SENCAP)  acknowledged  the  need  for  this  balance  and  recommended  enhancing  the 
federal  government's  efforts  in  translational  and  clinical  research.  A  balanced 
research  agenda  will  guarantee  that  advances  made  in  the  laboratory  are  translated 
into  better  patient  care. 
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In  order  to  achieve  the  appropriate  balance  between  basic  and  clinical 
research,  a  patient-oriented  research  study  section  should  be  established.  A  clinical 
research  study  section  has  been  widely  recommended  in  the  past.  In  1993,  the 
National  Cancer  Advisory  Board  (NCAB)  Clinical  Investigations  Task  Force  called 
for  a  new  NIH  Division  of  Research  Grants  (DRG)  clinical  research  review 
committee.  A  bipartisan  group  of  Senators,  led  by  Senators  Connie  Mack  (R-FL) 
and  Daniel  Inouye  (D-HI),  wrote  to  NIH  in  1994  requesting  the  establishment  of  a 
clinical  cancer  review  group.  SENCAP  also  called  for  the  creation  of  an  NIH 
Clinical  Research  Initial  Review  Group  (IRG).  In  addition,  SENCAP  suggested 
changing  the  composition  of  existing  IRGs  "to  enable  translational  research  to 
compete  on  equal  footing  with  basic  science  research." 

These  recommendations  acknowledge  the  historic  disadvantage 
patient-oriented  research  grants  have  experienced  in  comparison  to  grants  for  basic 
laboratory  science.  In  order  to  provide  improved  care  for  individuals  with  cancer. 
Congress  should  urge  NIH  to  follow  through  with  these  recommendations  and  create 
a  clinical  cancer  research  study  section. 

Survivorship  Research 

Behavioral  research  should  be  an  integral  part  of  the  nation's  research 
agenda.  Research  is  needed  not  only  regarding  the  prevention  and  treatment  of 
cancer,  but  of  the  needs  and  concerns  of  people  with  cancer  following  their 
diagnosis.  In  particular,  there  should  be  increased  study  of  behavioral  interventions 
and  treatments  that  may  enhance  the  efficacy  of  traditional  cancer  therapies.  Such 
studies  should  be  incorporated  into  more  of  our  clinical  research. 

Behavioral  research  is  not  an  unnecessary  frill.  Rather,  it  can  lead  to 
significant  improvements  in  survival  rates  and  quality  of  life  for  individuals  with 
cancer  or  other  serious  diseases.  Research  has  already  shown  that  women  with 
metastatic  breast  cancer  who  participated  in  support  groups  lived  an  average  of 
eighteen  months  longer  than  those  not  in  support  groups.  Through  increased 
survivorship  and  behavioral  research,  we  can  help  provide  people  with  cancer  with  a 
better  qualify  of  life  and  enhanced  life  expectancy. 

Research  on  Late  and  LonHerm  Effects  of  Cancer  Treatment 

NCCS  also  strongly  believes  that  more  research  is  needed  in  the  area 
of  late  and  long-term  effects  of  cancer  treatment.  As  cancer  treatments  have  become 
more  successful,  as  in  the  case  of  childhood  leukemia  and  Hodgkin's  disease,  a 
growing  population  of  long-term  cancer  survivors  has  emerged.  This  group  is 
arguably  the  population  at  highest  risk  of  getting  cancer  in  the  future.  Unfortunately, 
little  research  involving  this  population  and  the  effects  of  their  cancer  treatment  has 
been  conducted.  NIH  and  NCI  should  invest  in  more  clinical  trials  studying  the 
prevention  of  secondary  cancers  and  the  long-term  effects  of  cancer  therapies. 
Whenever  possible,  cancer  survivors  should  be  included  in  clinical  trial  designs. 

We  are  encouraged  by  discussions  we  have  had  with  NCI  Director 
Richard  Klausner  concerning  the  need  for  research  in  this  important  field.  We  hope 
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that  Dr.  Klausner's  interest  in  rcscarcii  on  long-term  effects  will  be  backed  up  with 
adequate  funding  from  Congress.  Support  for  this  research  is  of  vital  interest  to 
today's  long-term  cancer  survivors  as  well  as  the  millions  more  who  will  join  us  in 
this  special  population  in  the  future. 

Conclusion 

Today's  research  provides  people  with  cancer  with  the  hope,  and 
increasingly  the  reality,  of  a  healthier  tomorrow.  With  the  support  of  NIH  and  NCI, 
Americans  with  cancer  receive  the  world's  best  medical  care  and  are  able  to  live 
longer  and  more  productive  lives.  The  United  States  cannot  afford  to  cut  back  on  its 
investment  in  biomedical  research.  NCCS  thanks  the  Subcommittee  for  recognizing 
this  fact  in  the  past,  and  strongly  urges  you  and  Congress  to  follow  through  with  its 
investment  with  a  reasonable  increase  in  NIH  and  NCI  funding.  The  future  benefits 
of  disease  control  and  prevention  are  well  worth  the  relatively  small  cost  of  our 
research  efforts. 


STATEMENT  OF  THE  AMERICAN  LIVER  FOUNDATION 

The  American  Liver  Foundation  (ALF)  is  a  national  voluntary-  health  organization 
dedicated  to  the  prevention,  treatment  and  cure  of  hepatitis  and  other  liver  diseases  through 
research  and  education.  The  ALF's  Board  of  Directors  is  composed  of  scientists  and 
clinicians,  patients,  and  others  who  are  directly  affected  by  hepatitis  and  other  liver  diseases. 
The  ALF  has  chapters  throughout  the  United  States,  and  wc  provide  information  updates  to 
more  than  150,000  individuals  and  families  each  year  who  are  affected  by  liver  disease. 
Seventy  thousand  primary  care  physicians,  gastroenterologists  and  hepatologists  receive  Liver 
Update,  our  scientific  newsletter  that  summarizes  major  advances  in  liver  disease  research. 

The  American  Association  for  the  Study  of  Liver  Diseases  (AASLD)  is  an 
organization  of  physicians  and  biomedical  scientists  with  an  interest  in  the  liver  and  its 
diseases.  AASLD  fosters  the  development,  dissemination,  and  application  of  new  knowledge 
about  the  liver  and  biliary  tract,  and  their  diseases;  to  provide  leadership  and  aid  in  medical 
education,  research,  and  delivery  of  health  care  in  this  field. 

Funding  for  research  into  liver  diseases  is  provided  primarily  through  the  National 
Institute  of  Diabetes,  Digestive  and  Kidney  Diseases  (NIDDK),  the  National  Institute  of 
Allergy  and  Infectious  Diseases  (NIAID)  and  through  nine  other  institutes  of  the  National 
Institutes  of  Health  (NIH)  and  the  Department  of  Veterans  Affairs.  The  ALF  has  also 
provided  over  $4  million  to  support  liver  research  with  the  guidance  from  scientists  fh)m 
AASLD. 

A  number  of  liver  diseases,  including  hepatitis  and  gallbladder  diseases,  combine  to 
create  major  public  health  problems  that  affect  the  lives  of  millions  of  Americans  and  their 
families.  In  1993,  liver  diseases  accounted  for  more  than  750,000  admissions  to  non-Federal 
hospitals,  and  more  than  $9  billion  in  medical  costs  for  non-Federal  hospital  care  alone. 

SOME  FACTS  ABOUT  HEPATITIS  AND  OTHER  LIVER  DISEASES 

•     Hepatitis  viruses,  the  cause  of  major  public  health  problems  in  the  United  States,  affect 
millions  of  people.  There  are  3.9  million  people  with  chronic  hepatitis  C  infection;  many 
of  them  are  expected  to  develop  cirrhosis  or  liver  cancer. 
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•  Liver  and  gallbladder  diseases,  the  underlying  causes  of  death  for  51^32  people  in  1993, 
aflfect  all  age  groups  and  both  genders.  These  diseases  can  be  acute  or  chronic. 

•  The  major  causes  of  liver  diseases  in  the  United  States  are  viruses  (hepatitis  A,  B,  C)  and 
alcohol.  However,  congenital,  autoimmune  and  drug-induced  causes  are  also  major 
contributors. 

•  Inherited  liver  diseases,  such  as  hemochromatosis  and  Wilson's  disease,  present  serious 
health  problems  for  many  Americans. 

For  many  people  with  end-stage  liver  disease,  whatever  the  cause,  liver 
transplantation,  at  an  average  cost  of  $280,000  per  transplant,  is  the  only  therapy. 
Unfortunately,  the  acute  shortage  of  donor  organs  has  left  more  than  5,000  of  the  most 
seriously  ill  languishing  on  waiting  lists.  Too  many  of  these  people  die  before  a  liver  becomes 
available. 

This  year,  the  ALF  published  its  first-ever  research  agenda,  entitied  A  Research 
Agenda  for  25  Million  Americans:  Research  Goals  and  Strategies  to  Treat,  Prevent,  and 
Conquer  Liver  Disease.  The  purpose  of  the  Agenda  was  to  focus  attention  on  the  need  for 
research  to  find  new  ways  of  preventing,  treating  and  curing  the  liver  diseases  affecting  25 
million  Americans. 

The  Research  Agenda  includes  the  contributions  of  ALF's  Scientific  Advisory 
Council  (SAC),  composed  of  leading  authorities  in  the  field  of  liver  disease  and  headed  by 
Neil  Kaplowitz,  M.D.,  of  the  University  of  Southern  California.  The  SAC  asked  leading 
researchers  to  report  on  the  dimensions  of  these  national  public  health  problems  and  what 
needs  to  be  done  to  find  cures  and  more  effective  treatments,  and  to  identify  areas  where  new 
research  initiatives  are  needed. 

It  is  vitally  important  for  NIDDK  to  direct  the  implementation  of  the  Research 
Agenda  in  order  to  sharpen  the  focus  on  liver  disease. 

FIGHTING  VIRAL  HEPATITIS 

Hepatitis  C,  a  slowly  progressive  disease  that  may  gradually  advance  over  10  to  40 
years,  is  one  of  the  most  serious  of  all  liver  diseases.  As  CDC's  estimate  of  the  number  of 
Americans  chronically  infected  with  hepatitis  C  has  increased  fi^om  3.5  to  3.9  million,  it  is 
clear  that  this  is  a  significant  "emerging  infectious  disease."  This  disease  often  leads  to 
cirrhosis,  liver  cancer  and  is  the  leading  cause  of  liver  transplantation. 

Hepatitis  C  is  transmitted  primarily  through  contaminated  blood  and  blood  products. 
Individuals  who  may  come  in  contact  with  infected  blood,  instruments,  or  needles,  such  as 
intravenous  drug  users,  health  care  workers  or  laboratory  technicians,  are  at  risk  of  acquiring 
hepatitis  C.    However,  for  40%  of  those  infected  with  hepatitis  C,  the  cause  is  unknown. 

Because  the  symptoms  of  hepatitis  C  are  difficult  to  detect,  an  individual  may  be 
infected  for  years  before  learning  about  it.  Individuals  with  the  virus  are  often  identified  when 
they  are  found  to  have  elevated  liver  enzymes  on  a  routine  blood  test  or  because  a  hepatitis  C 
antibody  is  found  to  be  positive  at  the  time  of  blood  donation.  By  the  time  such  individuals 
are  diagnosed,  the  disease  has  often  progressed  and  the  liver  may  be  irreparably  damaged, 
another  reason  why  this  "emerging  infectious  disease"  is  so  serious,  is  it  leads  to  the  death  of 
10,000  Americans  each  year. 
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Another  1.2  million  people  are  chronically  infected  with  hepatitis  B,  with  nuiny  also 
expected  to  develop  serious,  long-term  liver  disease.  This  "silent  epidemic"  has  serious 
personal  consequences,  as  hepatitis  patient  Brian  G.  Arens  of  New  York,  N.Y.  knows  only 
too  well.  "When  I  was  first  diagnosed  with  chronic  hepatitis  B  I  felt  I  was  given  a  death 
sentence,"  said  Mr.  Arens,  formerly  an  account  executive  with  an  office  products  company. 
"Because  this  disease  is  spread  in  the  same  manner  as  AIDS  I  had  to  come  to  terms  with 
people's  fears.  I  was  overcome  with  a  dreadful  sense  of  isolation.  No  one  else  I  knew  had  this 
illness.  With  time,  I  came  to  know  a  great  many  people  who  suffer  fi-om  chronic  hepatitis  of 
all  types.  I  learned  that  chronic  hepatitis  is  a  major  health  problem  in  the  United  States. 

"When  I  found  out  I  had  hepatitis  B  my  first  reaction  was  one  of  fear,  mostly  of  the 
unknown,"  Brian  continued.  "Question  after  question  about  my  illness  flooded  my  mind.  If  I 
had  my  way  I  would  have  had  a  direct  line  to  my  hepatologist,  so  he  could  answer  all  my 
questions  as  soon  as  I  thought  of  them.  Fortunately,  I  learned  about  the  Greater  New  York 
Chapter  of  the  American  Liver  Foundation,  and  I  was  well  acquainted  with  the  Internet. 
Through  these  two  services,  I  was  able  to  get  answers  to  my  questions,  and  I  became  part  of  a 
community  of  people  in  this  country  who  suffer  fi-om  liver  diseases." 

According  to  T.  Jake  Liang,  M.D.,  of  Harvard  Medical  School,  hepatitis  B  is  a 
common  cause  of  persistent  viral  infection  of  the  liver.  Hepatitis  B,  D,  and  C  infections  are 
responsible  for  between  one  and  two  million  deaths  annually  worldwide.  Current  estimates 
suggest  there  are  about  120,000  new  cases  of  hepatitis  B  infections  annually  in  the  U.S. 

Hepatitis  B  is  transmitted  through  sexual  contact,  contaminated  blood  products, 
sharing  neolles  among  intravenous  drug  users,  individuals  receiving  multiple  transfusions  or 
hemodialysis,  newborns  through  perinatal  transmission,  and  health  care  workers  and  others 
who  are  frequently  exposed  to  blood  and  blood  products.  However,  in  about  30%  of  cases,  no 
known  risk  factors  can  be  identified. 

As  an  "emerging  infectious  disease,"  there  is  a  priority  need  for  additional  resources 
at  NL\ID  and  NIDDK  for  hepatitis  C  research.  Collaborative  woric  between  NLMD  and 
NIDDK  should  be  supported  as  representing  the  best  approach  toward  understanding  the 
hepatitis  C  virus  and  understanding  the  damage  it  does  to  the  liver.  This  is  essential  if  we  are 
going  to  get  ahead  of  this  serious  public  health  problem. 

INVESTING  IN  A  HEALTHIER  FUTURE 

Investing  in  research  is  not  only  the  right  thing  to  do~it  is  also  the  smart  thing  to  do. 
The  benefits  of  investing  in  research  are  demonstrated  by  the  fact  that  hepatitis  B  infection, 
with  all  its  complications,  is  now  completely  preventable  by  vaccination  in  early  childhood. 
Hepatitis  B  infection  causes  chronic  hepatitis,  cirrhosis,  and  terminal  liver  cancer.  A 
comprehensive,  nationwide  vaccination  program  could  completely  eradicate  this  problem, 
saving  thousands  of  lives. 

The  greatest  number  of  reported  infections  for  hepatitis  B  are  in  the  young  adult  age 
category,  due  to  the  sexual  transmission  of  the  disease  as  well  as  other  youth-associated  risk 
factors.  All  across  the  country  pilot  programs  to  vaccinate  adolescents  have  met  with  great 
success.  The  ALF  and  the  AASLD  recommend  that  these  programs  be  expanded  into  a 
national  program,  with  a  goal  of  vaccinating  four  million  1 1  to  12  year  olds. 

THE  TRAGEDY  OF  PEDIATRIC  LIVER  DISEASE 

Pediatric  liver  disease  is  difficult  to  treat  because  a  child's  immunological  defenses 
and  liver  structure  and  function  are  immature.  Moreover,  acute  and  chronic  disease  may 
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adversely  affect  normal  physical  and  mental  development.  While  it  is  possible  to  diagnose  an 
increasing  number  of  children  with  liver  disorders,  treatment  options  are  limited. 

Children's  liver  diseases  can  have  devastating  effects  on  families.  Last  year  Laura 
Grasso  of  Hi^anum,  CT,  the  mother  of  a  child  \vith  biliary  atresia,  testified  about  her 
experiences  before  Congress. 

Vincent  Grasso,  now  three  years  old,  was  critically  ill  for  months  before  he  finally 
had  a  life-saving  liver  transplant.  His  story  was  told  in  an  award-winning  television 
documentary  about  the  American  Liver  Foundation  that  was  broadcast  nationwide  on  PBS  in 
the  fall  of  1995. 

"I  told  them  we  have  to  find  out  why  Vincent  was  bom  with  this  disease  so  that  other 
children  don't  have  to  go  through  the  same  ordeal,"  Mrs.  Grasso  said. 

Mrs.  Grasso' s  testimony  stood  out  because  it  showed  how  much  research  benefits 
Americans  through  liver  transplantation  and  how  much  more  remains  to  be  done  to  find  the 
causes  and  cures  for  biliary  atresia,  hepatitis,  and  other  liver  diseases. 

"Public  awareness  is  critical  in  understanding  the  impact  of  liver  disease  in  the  United 
States,"  Mrs.  Grasso  said,  adding  that  relatively  few  research  dollars  are  spent  to  find 
answers  to  complicated  questions  of  how  and  why  the  liver  is  damaged.  Her  testimony 
included  a  request  that  $2  million  be  appropriated  to  fund  an  electronic,  computerized  national 
hepatitis  and  liver  disease  information  center  as  a  joint  venture  between  the  American  Liver 
Foundation  and  the  Centers  for  Disease  Control  and  Prevention.  She  also  requested  that  $18 
million  in  Federal  fiinding  be  allocated  to  vaccinate  adolescents  for  hepatitis  B. 

"A  considerable  investment  will  be  required  to  learn  more  about  the  basic  science  and 
clinical  aspects  of  pediatric  liver  research.  However,  treatment  and  preventive  strategies 
targeted  to  this  age  group  are  likely  to  be  especially  cost-effective,"  said  pediatric  hepatologist 
Frederick  J.  Suchy,  M.D,  a  member  of  the  ALF's  Scientific  Advisory  Council. 

Dr.  Suchy  continued,  'Targeting  of  fluids  for  research  into  pediatric  liver  diseases 
should  include  the  following  goals:  learning  the  causes  of  biliary  atresia,  learning  more  about 
the  developmental  biology  of  the  liver,  studying  the  etiology  and  treatment  of  inherited  liver 
diseases,  and  understanding  the  pediatric  aspects  of  viral  hepatitis. 

"Overall,  we  are  in  an  era  of  great  opportunity  in  being  able  to  identify  and  define  the 
pathogenesis  of  many  liver  disorders  involving  children.  Current  hospital  charges  for  the  care 
of  children  with  extrahepatic  biliary  atresia  exceed  $400  million  a  year.  The  cost  for  care  of 
patients  with  the  more  common  metabolic  liver  diseases  is  more  than  $150  million  per  year. 
Liver  transplantation,  when  a  child  is  fortunate  enough  to  undergo  the  procedure,  costs  abnost 
$300,000  for  the  first  year  of  care,  with  lifelong  immunosuppression  costs  added. 

"A  chronic  disease  prevented  or  successfully  cured  in  a  child  will  also  restore  a 
healthy,  productive  citizen  to  the  work  force  for  many  decades." 

NEEDS  FOR  THE  FUTURE 

The  ALF  and  the  AASLD  would  like  to  thank  Congress  for  its  support  of  biomedical 
research  that  has  paved  the  way  for  saving  lives  through  the  miracle  of  organ  transplantation, 
the  hepatitis  A  and  B  vaccines,  and  other  breakthroughs.  We  believe  that  finding  new  ways  of 
preventing,  treating  and  ultimately  curing  liver  diseases,  in  addition  to  improving  the  nation's 
overall  health,  will  also  result  in  substantial  reduction  in  public  and  private  sector  health  care 
expenditures. 
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Our  recommendations  for  Fiscal  Year  1997  funding  arc  as  follows: 
National  Institutes  of  Health 

•  Convene  a  national  meeting  on  ALF  Research  Agenda  for  hepatitis  and  other  liver  and 
gallbladder  diseases,  to  be  coordinated  by  NIDDK. 

•  Increase  current  funding  for  NIH  liver  research. 

Make  hepatitis  C  a  research  priority  by  supporting  four  hepatitis  research  cotters  through 
NIAID.      (Cost:  $4  million) 

•  Additional  funding  for  NIAID  and  NIDDK  for  collaborative  hepatitis  C  research. 
Centers  for  Disease  Control  and  Prevention 

•  Vaccination  for  hepatitis  B.  (Cost:  $18  million,  in  addition  to  $12M  provided  under 
Vaccines  for  ChilcLren  Program) 

•  Expand  epidemiological  studies  for  B  and  C.  (Cost:  $2  million  over  FY  '96) 

•  Establish  national  information  center  for  hepatitis  and  other  liver  diseases.  (Cost:  $2 
million) 

STATEMENT  OF  DAVID  JOHNSON,  Ph.D.,  EXECUTIVE  DIRECTOR, 
THE  FEDERATION  OF  BEHAVIORAL,  PSYCHOLOGICAL  AND 
COGNITIVE  SCIENCES 

Mr.  Chairman,  members  of  the  Subcommittee,  thank  you  for  this  opportunity 
to  offer  written  testimony  regarding  the  fiscal  year  1997  budget  requests  for  the 
Department  of  Education  Office  of  Educational  Research  and  Improvement  and  the 
National  Institutes  of  Health.  The  Federation  of  Behavioral,  Psychological  and 
Cognitive  Sciences,  of  which  I  am  the  executive  director,  is  a  coalition  of  17  scientific 
societies  and  approximately  150  graduate  departments  of  psychology,  education,  and 
cognitive  science.  Our  societies  contain  approximately  25,000  behavioral  scientists. 
Many  of  them  receive  support  for  their  research  fi-om  the  Department  of  Education 
and  the  National  Institutes  of  Heakh. 

OFFICE  OF  EDUCATIONAL  RESEARCH  AND  IMPROVEMENT 

Let  me  first  consider  the  Department  of  Education.  Two  years  ago,  foltowing 
five  years  of  hard  work  on  the  part  of  a  great  many  people,  the  Office  of  Educational 
Research  and  Improvement  (OERI)  was  reauthorized.  That  reauthorization  was  a 
tuniing  point  for  OERI  because  it  completely  restructured  the  office  into  a  series  of 
institutes,  each  directed  at  a  major  area  of  national  need  with  respect  to  educational 
improvement.  Educators,  researchers,  and  policy  makers  aU  reached  consensus  on 
this  structure  for  OERI.  Now  we  are  all  involved  in  trying  to  see  that  this  new 
structure  meets  our  expectations,  that  is,  that  it  substantially  advances  scientific 
understanding  while  also  substantially  improving  U.S.  education. 

How  your  Subcommittee  chooses  to  recommend  allocations  for  OERI  will 
have  decisive  bearing  on  how  well  OERI  can  fulfill  its  mission.  There  is  in  Congress 
today  great  disagreement  on  the  proper  Federal  role  in  education.  But  in  the  midst  of 
that  ongoing  controversy,  there  is  one  thing  at  least  on  which  most  Republicans  and 
most  Democrats  agree.  It  is  that  supporting  development  of  the  kiKtwledge  base  that 
underlies  educational  improvement  is  a  Federal  responsibility.  That  agreement  is 
eminently  practical.  Only  the  Federal  government  is  equipped  to  support 
development  of  general  scientific  knowledge  relevant  to  education.  It  makes  no  sense 
to  duplicate  this  effort  at  each  of  the  thousands  of  school  districts  in  the  country  or 
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even  in  each  of  the  fifty  states.  The  only  practical  place  to  support  the  national 
educational  research  enterprise  is  at  the  Federal  level. 

For  fiscal  year  1996,  the  education  research  budget  was  one  of  those  locked  in 
controversy  and  only  recently  passed.  Our  first  hope  is  that  such  delays  in  reaching 
agreement  will  not  be  a  feature  of  the  fiscal  year  1997  budget  process.  Research  is  a 
long-term,  ongoing  undertaking  with  knowledge  accumulating  steadily  over  time. 
Such  work  requires  a  degree  of  reliability  in  support.  There  is  inherent  uncertainty  in 
a  budget  that  must  be  approved  anew  each  year,  of  course.  But  usually  that  process 
is  not  disruptive  of  research  because  the  process  generally  works  itself  out  wothin  a 
predictable  time  period.  We  hope  we  can  return  to  that  predictable  cycle  this  year. 

Also  in  fiscal  1996,  Congress  sought  to  enact  very  deep  budget  cuts  in  most 
research  across  the  Department  of  Education  and  to  place  the  fimds  that  remained 
under  the  management  of  OERI.  The  cuts  laid  out  for  1996  amounted  to  several 
hundred  million  dollars,  deep  enough  to  devastate  research  in  a  host  of  areas.  This 
development  is  something  our  scientists  respectfiilly  oppose  for  two  reasons.  Most 
obviously,  cuts  of  the  magnitude  sought  in  1996  simply  make  it  impossible  for  many 
existing,  productive  research  programs  to  go  on  functioning.  At  a  time  when  the 
people  of  the  country  place  the  quality  of  education  as  one  of  their  highest  concems- 
in  one  poll  it  even  exceeded  spending  on  health-related  research  as  a  priority- 
abandoning  so  many  areas  of  educational  research  is  not  responsive  to  the  clear 
desires  of  the  citizens.  We  ask  the  Subcommittee  to  look  seriously  at  the  need  to 
moderate  those  1996  cuts.  If  we  choose  not  to  seek  the  knowledge  that  will  help 
improve  education,  then  we  can  hardly  expect  that  education  will  improve. 

Our  second  objection  to  the  cuts  is  that  the  funds  placed  in  the  OERI  budget 
to  partially  offset  the  cuts  in  research  in  other  parts  of  the  Department  of  Education 
are  too  small  compared  to  the  cuts.  OERI  is  pressured  to  satisfy  needs  that  will  be 
impossible  to  satisfy.  That  may  jeopardize  OERI's  chance  to  become  fiilly  functional 
under  its  new  structure.  If  this  pressure  were  to  undermine  OERI,  then  the  price 
would  be  the  destruction  of  the  whole  national  education  research  support  structure. 
We  want  the  new  structure  to  work  because  it  is  in  the  best  interest  of  the  nation  that 
it  do  so.  We  ask  the  Subcommittee  to  recommend  a  resource  level  that  will  make  the 
institutes  of  OERI  viable  while  not  abandoning  support  for  the  important  research 
that  has,  in  prior  years,  been  funded  outside  OERI.  We  have  no  objection,  and  in  fact 
think  it  may  be  beneficial,  to  consolidate  some  of  this  research  under  OERI,  but  not 
without  resources  to  do  the  job.  The  request  for  OERI  research  is  $108  million, 
about  a  1/3  of  one  percent  increase  over  1996.  That  level  of  funding  amounts  to 
adding  responsibility  while  decreasing  resources  since  the  budget  does  not  keep  pace 
with  inflation  let  alone  allow  sufficient  support  for  new  responsibilities. 

We  also  wash  to  observe  that  disability  research  should  not  be  placed  under 
OERI  as  was  contemplated  for  fiscal  year  1996.  That  work  is  very  specialized  and  is 
now  administered  by  experts  who  are  better  equipped  to  judge  quality  research  of  this 
kind  than  is  OERI.  Disability  research  should  continue  to  be  funded  in  the  manner  it 
has  been  funded  in  the  past. 

NATIONAL  INSTITUTES  OF  HEALTH 

Let  me  turn  now  to  the  NIH  budget  request.  As  you  know,  the  administration 
requests  a  4%,  or  $467  million,  increase  for  NIH.  As  you  are  also  aware,  $310 
million  of  that  amount  is  requested  to  replace  the  aging  Warren  G.  Magnuson  Clinical 
Center  with  a  new  fiicility.  There  is  little  dispute  that  if  NIH  is  to  continue  to  produce 
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cutting  edge  clinical  research,  its  major  facility  for  doing  this  work  must  be 
modernized.  That  means,  however,  that  very  little  of  the  4%  increase  is  left  for 
research.  Of  the  remaining  amount,  $99  million  is  requested  to  be  focused  on  five 
high  priority  research  areas:  biology  of  brain  disorders;  new  approaches  to 
pathogenesis;  study  of  disease  origins  and  new  preventive  strategies  against  disease; 
genetics  of  medicine;  and  advanced  instrumentation  and  computers  in  medicine  and 
research.  A  very  small  amount  of  non-targeted  money  is  left  to  add  to  that  available 
for  other  research.  The  administration  does  expect  to  increase  the  number  of 
competing  research  project  grants  from  6,620  to  6,827.  But  that  increase  is  to  be 
accomplished  in  large  part  through  cuts  and  adjustments  to  other  areas.  For  example, 
inflation  adjustments  on  out-years  of  grants  would  be  reduced  as  would  ftinds 
available  for  intramural  research.  In  essence,  more  projects  are  to  be  ftmded  by  giving 
less  money  to  research  already  in  progress. 

That  is  a  solution  to  tight  funding  that  NIH  has  been  employing  in  one  form  or 
another  for  several  years  now.  In  previous  iterations,  NIH  has  negotiated  downward 
ftinds  available  for  out-years  of  grants.  The  consequence  of  this  taxing  of  current 
grants  to  increase  the  number  of  new  grants  is  that  each  principal  investigator  is 
constantly  challenged  to  change  the  research  plan,  to  cut  some  comer  in  order  to 
carry  on  work  within  the  confines  of  a  budget  whose  amount  changes  negatively  each 
year.  We  believe  it  is  necessary  for  this  Subcommittee  to  consider  the  long-term 
consequences  to  the  research  enterprise  of  needing  to  lower  research  expectations 
each  year.  Over  time,  the  whole  enterprise  is  damaged.  One  year  the  principal 
investigator  has  to  release  a  support  person  because  ftinds  are  insufiBcient  to  pay  for 
that  person.  Another  year,  a  graduate  student  learning  to  be  a  scientist  through  the 
apprenticeship  he  or  she  is  serving  as  a  research  assistant  on  the  grant  must  be  taken 
off  the  grant-perhaps  jeopardizing  the  student's  ability  to  continue  graduate  training. 
And  in  another  year,  the  PI  must  cut  experiments  from  the  research  plan. 

It  is  of  value  to  this  country  to  support  a  very  strong  biomedical  science 
program.  Polls  show  that  health  and  education  are  consistently  top  priorities  for  the 
citizens  of  the  country.  It  is  little  wonder  why.  Each  is  a  major  fector  in  determining 
the  quality  of  life  each  citizen  can  expect  to  enjoy.  Education  is  the  key  to  an 
economically  secure  ftiture.  And  good  health  is  the  key  to  being  able  to  make  the 
most  of  that  economic  security.  Biomedical  research,  including  behavioral  research, 
is  the  source  of  advances  in  knowledge  that  lead  to  the  cure  of  diseases,  the 
prevention  of  illness  and  accidents,  and  to  methods  to  maintain  good  health.  If  the 
research  enterprise  begins  to  flag  due  to  uncertain  support  or  to  outright  cuts,  the 
effect  is  felt  in  the  relative  health  of  the  country's  citizens.  Health  that  could  have 
been  maintained  into  old  age  foils  sooner  than  needs  be  the  case.  Diseases  that  could 
have  been  cured  are  not  cured.  Accidents  that  could  have  been  prevented  are  not 
prevented.  There  is  a  huge  economic  toll  from  untimely  failures  of  health,  a  toll  that 
is  much  larger  in  any  year  than  is  the  investment  in  research. 

In  difficult  financial  times,  there  is  no  choice  but  to  set  priorities.  One 
criterion  by  which  to  set  priorities  is  to  consider  whether  an  expenditure  is  simply 
consumed  or  whether  the  expenditure  yields  a  return.  By  that  measure,  the  research 
NIH  supports  should  be  a  priority.  One  measures  its  return  literally  in  terms  of  life. 
Scientific  advances  lead  to  increased  life  expectancy,  to  reduced  days  of  both  acute 
and  chronic  illness  during  life,  and  to  improvements  in  overall  health  throughout  the 
lifespan.  So.  in  the  end,  NIH  sponsored  research  should  be  a  high  priority  ft)r  fiinding 
because  this  expenditure  pays  dividends  directly  in  terms  of  a  healthier  citizenry  and 
indirectly  in  terms  of  increased  productivity,  a  major  source  of  economic  prosperity 
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and  the  tax  revenues  that  tlow  from  such  a  soutxi  econom> .   Heahh  research 
patduces  nK»re  than  it  consunKS. 

It  has  been  argued  in  a  variety  of  reports  from  a  N^ety  of  sources  over  the 
years  that  the  strongest  research  pa^gram  is  going  to  be  built  from  a  level  of  suf>port 
thiit  rises  at  a  rate  slightly  greater  than  that  of  inflation.  We  are  suggesting  to  the 
Subcommittee  that  it  adopt  this  view  of  investment  in  NlH-sponsored  research. 
SpeciticalK .  we  urge  the  Subcommittee  to  consider  increasing  the  NIH  research 
accounts  trom  the  $1 1.3«0.'):3AX)0  allotted  in  FY<?6  to  $12. 13 1.332.000  for  FY97. 
The  accounts  considered  in  reaching  this  figure  are:  research  grants,  research  centers, 
other  research,  training.  R&D  contracts,  intramural  research,  research  management 
atxi  suppv'irt.  cancer  conta^l,  and  construction.  This  would  be  a  6.5" o  increase, 
allowing  NIH  to  fiilly  compensate  for  inflation  and  to  haNe  an  approximately  3''o  level 
of  real  groNsth  for  research  and  related  activities.  The  adniinistration  request  is  for 
Si  I. .^88.208.000  or  a  l.7'o  increase  over  FV^o.  That  amount  would  represent  a 
slight  cut  in  real  terms. 

We  appreviate  that  you  ha\^  a  difficult  choice  to  make  with  respect  to  the 
NIH  budget.    The  dri\e  to  save  nx">ney  wherever  and  howe\^r  possible  is  strong 
toda> .  In  such  an  atmosphere,  it  is  hard  to  take  a  chance  on  the  proposition  that  it  is 
possible  to  spend  in  order  to  increase  rather  than  decrease  a%ailable  resources.  It 
sounds  tov'^  good  to  be  true.  Fortunately  health  research  presents  many  decades  of 
solid  returns  on  investnient  to  denvnstrate  that  the  proposition  may  be  safely 
accepted. 

Many  people  tod3>  have  no  idea  w  hat  an  iron  lung  is.  Once  it  was  a  lifesa\Tng 
device  to  prevent  polio  frcm  being  a  t^tal  disease.  It  ser\^  a  valuable  purpose  for 
\^ars.  It  w:as  the  pa->duct  of  researc^h.  But  it  w^  superseded  by  discos^n.  of  the 
polio  \accine.  The  \>ay  of  life  of  a  nation  was  changed  by  these  two  developments 
and  hundreds  of  thousands  of  people  who  wx>ukl  have  faced  life  with  seN^re 
handicaps  or  wtv  wvuld  haM?  succumbed  prematureN  li\ed  long,  healthy  lives.  Just 
recently,  reseaa'hers  al^er  k'ng  >^ars  of  researc'h  discovered  one  cause  for  Sudden 
Infant  IVath  S>Tidrc>me-the  buiUup  of  carbon  monoxide  in  the  lungs  of  infants  who 
were  alloNved  to  sleep  on  their  stomachs.  In  this  case,  only  a  simple  chiange  in 
tvhawr.  namely  seeing  that  babies  sleep  on  their  backs  or  sides,  has  >ielded  a 
substantial  drop  in  the  number  of  deaths  fivm  SIDS.  These  r\vo  exemplars,  one 
decades  old.  the  other  only  nvnihs  old  are  two  of  man>  examples  that  we  hope  will 
serve  to  show  you  that  from  the  earliest  >T?ar5  of  NIH  to  today,  researc'h  remains  an 
in\estnient  that  consistentN  returns  nvre  than  it  consumes.  It  remains  an  investment 
v>^U  worth  making. 

Thank  >vu  again  tor  this  opponunrty  to  present  our  xiews. 


STATEMENT  OF  SH.\RON  L.  MONSK^'.  CH.\IRNL\N.  BO.\RD  OF 
DIRECTOR:?.  THE  SCL£RODER.NL\  RESE.\RCH  FOL'NDATION 

Mr.  Chairman  and  members  of  the  comniittee.  1  thank  .vou  for  the  opponunity  to 
present  testinxxiy  related  to  F^'  1*^~  appa"^ations  and  for  all  that  yxHj  ha\^  done  in 
the  past  to  suppon  the  National  Innuutes  of  Health  in  its  mission  to  advance  the  mo>'. 
iniportant  and  nK»st  promising  mediv-al  and  scientific  research  to  impro\e  the  health  o:' 
our  nation. 

I  have  but  one  rrviuest.  which  I  dare  say  is  ditTerent  than  the  other  r^uests  Congress 
routinely  hears:  I  w~ant  you  K>  help  put  me  out  of  business. 
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For  ainwst  a  decade,  I  have  been  ihc  leader  of  what  by  any  standard  imist  be 
considered  a  very  successful  corporation.  It  has  grown  exponentially  since  its 
inception  in  1987,  and  now  is  on  the  verge  of  unprecedented  success  within  its 
market.  There  is  only  one  problem:  my  clients  are  dying. 

Mr.  Chairman.  I  am  in  the  busine.ss  of  finding  a  cure  for  a  disease  which  affects  over  a 
half  million  Americans,  more  than  80%  of  them  women  in  the  prime  of  their  lives. 
More  people  are  affected  by  this  disease  than  muscular  dystrophy,  multiple  sclerosis, 
or  cystic  fibrosis.  It  is  at  least  as  disabling,  more  ugly  and  disfiguring  and  more  deadly 
than  any  of  these  diseases.  Yet  most  people  have  never  heard  of  it,  and  there  is 
relatively  little  being  done  to  find  a  cure. 

SCLERODERMA 

When  1  was  first  diagnosed  with  scleroderma  in  1982,  1  was  given  only  a  few  years  to 
live.  1  had  little  idea  what  I  was  up  against.  Literally,  scleroderma  means  "hard  skin." 
However,  it  is  not  just  a  disease  of  the  skin.  Sclerodemia  is  a  chronic,  degenerative 
auto-immune  disorder  that  leads  to  the  overproduction  of  collagen  in  the  body's 
connective  tissue.  The  overabundance  of  collagen  hardens  the  connective  tissue  and 
damages  the  organs  involved. 

Scleroderma  affects  patients  quite  differently.  In  approximately  half  the  cases,  the  skin 
is  the  primary  organ  affected.  In  the  other  half,  patients  are  diagnosed  with  systemic- 
sclerosis  which  typically  involves  internal  organs  such  as  the  kidney,  heart,  lungs, 
and/or  the  gastrointestinal  tract.  Almost  seventy  percent  of  patients  with  systemic 
sclerosis  die  within  .seven  years  of  initial  diagnosis.  There  is,  of  course,  no  known 
cause  or  cure  for  scleroderma.  There  are  no  FDA-approved  therapies  for  any  major 
sytiiptom  of  this  painful,  ugly  and  often  deadly  disease. 

1  am  alive  today  thanks  to  the  love  and  support  of  my  family,  and  my  daily  desire  to 
conquer  this  disease.  I  know  in  my  heart  the  same  thing  that  Harold  Varmus  knows  in 
his  heiid:  this  disease  is  curable.  It  is  curable  because  our  ability  to  diagnosis  it  has 
advanced  so  significantly,  because  we  have  gained  valuable  insight  into  the  basic 
science  and  pathogenesis  of  the  di.sease,  because  our  biomedical  technology  is  now 
suited  to  the  undenaking,  and  most  of  all,  it  is  curable  because  the  Sclerodemia 
Research  Foundation  will  simply  not  stop  until  we  succeed. 

THE  SCLERODERMA  RESEARCH  FOUNDATION 

The  Foundation  is  the  only  organization  in  the  country  dedicated  exclusively  to  finding 
a  cure  for  scleroderma.  We  have  made  great  strides  in  a  very  shon  period  of  time 
because  we  are  in  business  to  go  out  of  business.  Every  day,  we  work  backwards 
from  what  is  necessary  to  find  a  cure.  Our  research  program  is  built  on  the  concept  of 
Cure  Advocacy:  an  innovative  approach  which  stands  traditional  research  on  its  head 
by  progressing  along  a  well-focused  path,  sharing  all  research  results  immediately, 
rather  than  waiting  for  publication  and  review,  and  by  working  across  traditional 
medical,  academic  and  public-private  boundanes. 

Dr.  Regis  Kelly,  Chairman  of  the  Department  of  Biochemistry  and  Biophysics  at  the 
University  of  California.  San  Francisco,  says  that  "every  $100,000  invested  in  this 
kind  of  research  can  produce  $1  million  in  results  compared  to  the  usual  methods."  As 
Dr.  Kelly  explains.  "What  is  revolutionary  in  my  experience  is  a  streamlined,  rational, 
planned  system  of  research  to  get  the  fastest  results  in  the  most  efficient  way  possible 
-  the  biggest  bang  for  the  buck  -  instead  of  the  typical  piecen>eal  approach." 

Dr.  Bruce  Alberts,  President  of  the  National  Academy  of  Sciences,  predias  that  our 
approach  "will  serve  as  a  model  for  future  medical  and  scientific  research,  because  of 
its  unprecedented,  unified  plan  of  anack. " 


OUR  RESEARCH  CEN lERS 

The  first  test  of  this  new  approach  was  the  November  1992  opening  of  the  nation's 
first  collaborative  scleroderma  research  center,  located  in  San  Francisco.  The  Bay 
Area  Scleroderma  Research  Center  is  a  "center  without  walls,"  bringing  together 
outstanding  researchers  and  advisers  from  Stanford  University,  University  of 
California,  San  Francisco,  and  several  private  Bay  Area  biotech  firms.  In  just  four 
short  years,  the  center  has  made  unprecedented  progress  in  designing  accurate 
diagnosis  measures,  developing  disease  models  atid  understanding  the  role  of  key  cells 
in  the  disease  onset. 

The  interest  generated  within  the  scientific  and  medical  research  community  afforded 
the  Foundation  an  opportunity  to  create  an  additional  East  Coast  Center,  opened  in 
August  of  1994  in  the  Washington  DC/Baltimore  area,  with  participation  from  Johns 
Hopkins  University,  the  University  of  Maryland,  the  National  hislitutes  of  Health, 
aiul  the  Baltimore  biotech  corridor.  This  second  center  is  fwuscd  on  understanding 
early  vascular  and  skin  changes  in  scleroderma  patients,  with  special  emphasis  on 
helping  to  advance  therapeutic  techniques  to  slow  development  of  the  disease  process. 

Since  the  Scleroderma  Research  Foundation  staned  in  1987,  it  has  funded  over  $3.5 
million  in  research  projects.  Over  eighty  percent  of  the  funds  raised  have  gone  directly 
to  research  to  find  a  cure  for  scleroderma.  Through  Cure  Advocacy  the  Scleroderma 
Research  Foundation  has  brought  together  private  industry  and  academia  to  direct  and 
manage  our  efforts.  Most  importantly,  the  Scleroderma  Research  Foundation  is  no 
longer  just  encouraging  new  and  exciting  young  researchers  into  the  field  with  special 
grants.    It  is  no  longer  simply  focused  on  funding  the  very  best  medical  and  scientific 
research,  instead,  the  Sderodemia  Research  Foundation  is  now  driving  the  science  in 
the  direction  of  a  cure. 

NIAMS  SHOULD  BECOME  A  PARTNER 

The  Scleroderma  Research  Foundation  has  successfully  met  the  challenge  of  raising 
private  funds,  bringing  together  the  top  scientists,  and  targeting  the  most  direct 
approach  to  finding  a  cure  for  chronic  illness.  The  Foundation  has  two  very 
successful  and  productive  Sclerodemia  Research  Centers.  Yet  much  more  needs  to  be 
done. 

In  order  to  succeed,  we  need  the  federal  government  to  become  a  full  partner  in  our 
investment  in  a  cure.  Currently,  NIAMS  is  able  to  fund  a  very  small  percentage  of  the 
best  scleroderma-related  studies  presented  to  them.  It  is  a  poorly  supported  part  of  an 
underfunded  institute.  With  existing  budget  constraints  and  other  established 
priorities,  the  Scleroderma  Research  Foundation  is  not  willing  to  simply  act  as  another 
advocacy  organization  fighting  over  shares  of  the  pie.  However,  we  do  feel  very 
strongly  that  scleroderma  is  an  overlooked  but  important  health  problem  facing  a  half 
million  Americans,  primarily  women.  The  need  is  clear,  and  the  imperative 
unparalleled. 

Most  importantly,  our  collaborative  approach  has  proved  beyond  a  doubt  to  be  .sound 
in  a  both  a  research  and  business  sen.se.  We  have  already  leveraged  $3.5  million 
privately  raised  dollars  into  some  of  the  most  exciting  research  ever  in  the  field.  In  the 
last  three  years  alone,  we  have  achieved  breakthroughs  in  the  understanding  of 
scleroderma  that  researchers  with  decades  of  dedicated  investigation  in  this  area  have 
only  dreamed  possible.  Our  scientific  advisers  and  researchers  are  amazed  at  what 
they  can  accomplish  using  this  directed,  collaborative  approach  working  across 
traditional  institutional  and  communication  barriers.  If  nothing  else,  it  is  worth  an 
exploratory  investment  from  Congress  to  see  if  this  model  can  really  fulfill  the 
prediction  of  Dr.  Bruce  Alberts,  and  change  the  way  every  disease  is  eventually 
researched. 
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Mr.  Chairman  and  members  of  the  committee,  I  am  today  asking  Congress  to 
recommend  that  NIAMS  become  a  partner  in  cure  advocacy.  NIAMS  should  fully 
participate  in  our  multi-institutional,  multi-disciplinary  efforts  to  find  a  cure  for 
scleroderma  and  other  chronic  illnesses. 

As  a  first  step,  NIAMS  should  sponsor  an  international  symposium  on  scleroderma 
research.  Dr.  Stephen  Katz,  NIAMS  outstanding  new  director,  has  indicated  a 
sincere  interest  in  pursuing  this  and  other  steps  which  would  establish  a  true 
commitment  to  working  together  to  find  a  cure.  We  only  need  you  to  help  make  it 
happen.  Of  course,  the  Scleroderma  Research  Foundation  is  willing  to  assist  NIAMS 
to  conduct  this  symposium.  The  Foundation  has  organized  two  similar  top-notch 
symposia  with  stellar  results.  Out  of  these  two  gatherings  came  the  priorities  for  our 
two  Sclcrodenna  Research  Centers  and  a  commitment  from  the  best  and  the  brightest 
scientists  to  support  our  research  efforts.  These  well-planned  symposiums  are  literally 
the  keystone  of  our  effons,  because  they  bring  the  best  and  brightest  researchers 
together  to  assimilate  a  breadth  of  findings,  brainstomi  new  disea.se  hypothesis  and 
suggest  areas  for  high-yield  investigation.    A  top-notch  international  symposium  on 
sclerodemia  research  sponsored  by  NIAMS  would  be  the  catalyst  for  unbelievable 
advances  in  the  current  state  of  knowledge  in  the  field.  Best  of  all,  the  progress  that 
we  have  already  made  through  our  collatorative  effons  could  be  astronomically 
magnified  with  almost  no  ripple  in  the  total  health  research  spending.  That  is  the 
power  of  partnership  in  cure  advocacy. 

The  next  point  in  our  critical  path  to  finding  a  cure  involves  creating  a  national  registry 
for  scleroderma  patients.  Just  as  our  scientists  need  to  share  infonnation  to  achieve  the 
high-yield  results  of  their  research,  those  involved  in  clinical  and  laboratory  research 
on  this  disease  must  develop  and  share  patient  information.  The  collaborative  efforts 
involved  in  creating  this  database  are  already  in  progress  at  our  San  Francisco  Bay 
Area  Scleroderma  Research  Center.  As  a  second  step,  we  request  that  NIAMS  be 
asked  to  help  create  a  national  registry  of  scleroderma  patients.  A  commitment  by 
NIAMS  -  right  on  the  Bethesda  campus  of  our  research  center  -  would  advance  the 
registry  and.  con.>^et.|ucntly,  the  progress  of  our  innovative  results. 

Our  third  reiiuest  is  that  Congress  maximize  the  value  of  each  Federal  dollar  invested 
in  biomedical  research  and  demonstrate  its  willingness  to  become  a  partner  in  the 
search  for  a  cure  by  matching  the  Foundation's  investments  in  sclerodemia  research. 
Congress  should  fund  $3  million  for  this  method  of  research  through  NIAMS  or 
another  appropriate  NIH  institute.  There  are  many  excellent  opportunities  for  progress 
that  are  being  missed  in  the  current  environment,  and  we  believe  it  has  nothing  to  do 
with  any  lack  of  commitment  on  the  part  of  NIAMS.  The  institute  director,  staff,  and 
investigators  appear  to  be  equally  excited  about  the  innovative  approach  we  have 
brought  to  sclerodemia  research.  All  they  lack  is  the  freedom  to  act.  Congress  can 
give  that  freedom  in  a  single  stoke  of  the  pen,  by  making  a  relatively  small  investment 
compared  to  total  research  allocations,  but  with  a  potentially  huge  rate  of  return. 

Finally,  we  ask  that  the  committee  demonstrate  support  for  NIAMS  through 
appropriations  at  least  on  a  par  with  NIH  funding  levels  to  encourage  its  future  growth 
and  leadership  in  disease  research.  Through  your  direction  and  support,  NIAMS 
needs  to  be  in  a  position  of  prioritizing,  directing  and  managing  research   -  not  just 
funding  the  best  proposals  presented  to  them.  I  ask  you  to  directly  encourage  NIAMS 
to  take  a  proactive  stand  against  this  disease,  and  by  your  funding  allocation,  allow  it 
to  pursue  integrated,  collaborative  studies.  NIAMS  will  then  be  in  a  position  to  apply 
the  knowledge  gained  from  this  approach  to  so  many  other  diseases  -  lupus,  mixed 
connective  disease,  rheumatoid  arthritis,  osteoarthritis,  and  others.    Your  guidance  in 
this  area  combined  with  sufficient  getieral  support  for  NIAMS  will  keep  us  on  the  fast 
track  to  saving  lives,  as  well  as  reducing  the  terrible  burden  that  health  c;ire  costs  put 
on  government  and  society. 
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CONCLUSION 


Adoptinj;  and  fostering  a  collaborative  research  approach  to  solve  chronic  illness  is 
more  important  than  appropriating  millions  of  dollars  for  any  one  disease.  The 
Scleroderma  Rese;irch  Foundation  has  taken  the  initiative  to  bring  together  the  best  of 
business  and  science  in  a  fast-track  search  for  a  cure.  We  are  asking  you  to  join  in  this 
results-oriented  partnership  through  concentrated  Federal  support.  By  encouraging 
NIAMS  to  sponsor  an  international  symposium  on  sclcrodcmia,  asking  them  to  join  us 
in  creating  a  national  scler(.)demia  patient  registry,  matching  our  investment  in  a  cure 
and  adequately  funding  NIAMS  on  a  par  with  other  institutes.  Congress  can  leverage 
the  most  results  from  its  research  appropriations,  and  provide  hopeto  hundreds  of" 
thousands  of  people  who  struggle  daily  with  this  terrible  disease. 

Today  we  proudly  ask  for  your  partnership  in  conquering  sclerodenna  and  changing 
the  way  we  approach  all  disease  re.search.  Your  support  is  the  crucial  piece  in  a  puzzle 
we  have  been  working  to  solve  for  almost  a  decade.  Please  consider  yoiu-  research 
investments  wisely,  and  join  us  in  our  innovative  efforts  to  find  a  cure.  Together.  I 
know  we  can  make  miracles  happen. 


STATEMENT  OF  GLORIA  E.  REICH,  Ph.D.,  EXECUTIVE  DIRECTOR, 
AMERICAN  TINNITUS  ASSOCIATION 

Dear  Senators,  I  am  Gloria  Reich,  Executive  Director  of  the 
American  Tinnitus  Association.  I  am  hearing-impaired  and  I  experience 
tinnitus,  a  condition  shared  by  50,000,000  Americans.  Thank  you  for 
inviting  me  to  write  to  you  about  the  budget  for  the  National  Institute  on 
Deafness  and  Other  Communication  Disorders.  Those  of  us  with  tinnitus 
support  the  NIDCD  and  its  full  funding  for  research  into  various  hearing 
problems.  After  this  brief  introduction  Mr.  William  Shatner  will  write 
about  his  personal  experiences  with  tinnitus. 

REDUCING  TINNITUS  THROUGH  RESEARCH 

WHAT  IS  TINNITUS? 

Tinnitus  is  most  often  described  as  the  perception  of  sound  when 
no  external  sound  is  present.  It  can  take  the  form  of  ringing,  hissing, 
roaring,  whistling,  chirping,  or  clicking.  The  noise  can  be  intermittent  or 
constant,  single  or  multiple  tones,  subtle  or  at  a  life-shattering  level.  It  can 
strike  people  of  all  ages  and  for  most,  it  does  not  go  away. 

BACKGROUND 

There  are  currently  more  than  50  million  Americans  who 
experience  some  degree  of  tinnitus.  For  the  10  to  15  million  who  suffer 
from  severe  tinnitus,  help  is  sought  through  the  health  care  system.  Both 
knowledge  and  treatment  of  tinnitus  has  improved  during  the  last  two 
decades  with  increased  research.  There  are,  however,  still  many 
questions  that  remain  unanswered.  The  mechanism  that  causes  tinnitus  is 
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unknown.  That  fact  makes  it  impossible  to  properly  diagnose  and  treat 
this  elusive  symptom.  Furthermore,  the  personal  and  social  consequences 
of  tinnitus,  particularly  depression  and  anxiety  disorders,  have  generally 
been  ignored  in  favor  of  a  strictly  hearing  based  approach  relying  on  the 
definition  of  tinnitus  as  a  symptom  of  auditory  dysfunction.  Many  people 
who  are  the  most  troubled  by  tinnitus  have  relatively  normal  hearing  and 
thus  are  deprived  of  the  cachet  of  a  legitimate  illness.  Their  head  noises 
are  for  the  most  part  subjective  and  idiopathic,  and  poorly  understood  not 
only  by  themselves  but  by  those  health  professionals  who  treat  them. 

TINNITUS  SUFFERERS  WANT  A  CURE 

The  mission  of  the  American  Tinnitus  Association  is  to  support  and 
encourage  research  and  education  about  tinnitus  with  the  goal  that  a  cure 
be  found  in  the  next  decade.  Since  ATA's  inception  in  1971,  we've  seen 
nearly  three  thousand  scholarly  papers  written  about  tinnitus,  at  least  a 
dozen  books  dealing  with  tinnitus  as  a  subject,  and  the  formation  of 
workshops,  seminars,  and  support  groups  to  aid  tinnitus  management. 
However,  from  the  point  of  view  of  a  tinnitus  sufferer,  research  still  hasn't 
produced  a  cure.  And  a  cure,  let  me  assure  you,  is  what  sufferers  want! 

RECENT  DEVELOPMENTS 

Last  spring  the  National  Institute  on  Deafness  and  Other 
Communication  Disorders  (NIDCD)  conducted  a  tinnitus  workshop  and 
recommended  the  following  three  strategies  in  addition  to  a  general  need 
for  more  basic  research  about  tinnitus.  ( 1 )  To  examine  the  use  of 
electrical  stimulation  of  the  cochlear  nerve  as  an  approach  to  alleviate 
tinnitus;  (2)  To  conduct  multicenter  trials  to  study  the  use  of  medicines 
that  could  be  of  benefit  for  tinnitus,  and;  (3)  To  evaluate  behavioral 
techniques  that  would  allow  the  tinnitus  sufferer  to  acclimate  to  their 
perceived  sound.  They  also  have  recently  announced  a  Request  for 
Applications  which  will  support  research  that  addresses  the  physiologic 
and  molecular  bases  of  tinnitus.  These  events  represent  a  great  stride 
forward  for  tinnitus  research  within  the  NIDCD  and  for  that,  we  are  truly 
grateful.  Just  two  years  ago  the  word  tinaitus  was  not  even  mentioned  in 
the  NIDCD  plan. 

WHAT  OUR  ASSOCIATION  DOES 

ATA,  working  with  very  limited  funding,  supports  tinnitus  research  on  a 
more  modest  scale  often  funding  clinical  studies  that  can  produce  more 
efficacious  treatment  for  immediate  use  or  collect  the  pilot  data  needed  to 
enable  a  researcher  to  apply  for  a  larger  NIDCD  grant. 
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WHY  CONGRESS  SHOULD  FUND  TINNITUS  RESEARCH 
It  is  extremely  important  for  congress  not  only  to  fund  medical  research, 
but  to  require  that  the  institutes  receiving  that  funding  truly  respond  to  the 
public's  need.  Hearing  problems,  and  tinnitus  specifically,  are  the  most 
prevalent  health  issue  in  this  country  but  receive  little  attention  in 
comparison  to  the  more  visible  "life-threatening"  diseases. 

WHAT  DOES  TINNITUS  COST  SOCIETY? 

People  with  tinnitus  do  exert  a  social  cost  on  this  country  through 
loss  of  employment,  social  withdrawal,  greater  demands  on  medical 
resources,  and  dependence,  in  more  severe  cases,  on  social  security  or 
other  avenues  of  compensation.  Surveys  during  the  last  decade  have 
shown  that  from  9  to  14%  of  those  with  tinnitus  had  to  change  jobs  or 
quit  working  altogether  because  of  it.  Fourteen  percent  of  the  estimated 
50  million  tinnitus  cases  means  that  there  are  7  million  people  who  are  no 
longer  productive  members  of  our  society.  As  you  look  for  ways  to  trim 
the  cost  of  government,  here  is  a  classic  example  of  how  money  spent  for 
research  and  treatment  development  can  directly  affect  the  economy.  If 
tinnitus  could  be  alleviated,  the  people  mentioned  above  who  are  lost  to 
the  workforce  would  be  able  to  resume  employment  and  enjoy  productive 
and  better  lives. 

ACTION  REQUESTED 

We  ask  you  to  generously  support  the  funding  for  the  National  Institute 
on  Deafness  and  Other  Communication  Disorders  and  to  urge  the  NIDCD 
to  provide  more  funding  for  studies  specifically  about  tinnitus. 

TESTIMONY  OF  WILLIAM  SHATNER 

Senator  Hatfield,  Senator  Specter,  Committee  Members: 

Thank  you  for  giving  me  the  opportunity  to  talk  with  you  today  about  the 
critical  need  for  continued  -  and  increased  -  funding  of  the  research 
efforts  of  the  National  Institute  on  Deafness  and  Other  Communication 
Disorders. 

I  am  not  here  as  a  celebrity  but  as  tinnitus  sufferer.  I  know  first-hand  the 
terrible  impact  it  can  have  on  your  life.  Thirty  years  ago,  a  routine 
explosion  on  the  Star  Trek  set  damaged  my  hearing.  It  also  affected 
fellow  actor  Leonard  Nimoy  who  was  on  the  other  side  of  the  explosion. 
For  years,  thereafter,  I  had  a  constant  ringing  in  my  ears  -  tinnitus. 
Recently  it  has  gotten  worse  and  affects  my  thinking,  my  future,  my  life 
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and  I  no  longer  want  to  just  put  up  with  it.  It  started  by  sounding  like  the 
hiss  of  waves  as  they  retreat  from  the  beach  and  has  gotten  louder  to 
where  the  hiss  and  tone  seem  at  times  overwhelming.  It  makes  you  want 
to  rip  your  skull  open  and  get  at  the  noise. 

I'm  not  alone.  Gloria  Reich  gave  you  the  vital  statistics.  Fifty  million 
Americans  suffer  from  some  kind  of  tinnitus.  Those  figures  don't  provide 
me  any  comfort  but  what  does  is  the  thought  that  -  with  research  -  there 
might  be  hope  for  improved  treatment  and,  possible,  a  cure.  The 
American  Tinnitus  Association  (ATA)  has  been  able  to  fund  some 
research  but,  as  Gloria  outlined,  it  takes  the  sort  of  budget  that  you  are 
considering  to  really  make  a  difference. 

You  and  I  are  in  the  position  to  really  help.  By  coming  forward  and 
talking  about  my  personal  experiences  with  tinnitus,  I  can  give  hope  to 
those  who  have  it  and  develop  understanding  among  those  who  don't. 
You  have  the  ability  to  facilitate  the  research  that  will  put  a  stop  to  the 
pain  and  suffering. 

What  we  suffer  from,  no  one  without  tinnitus  can  truly  understand.  They 
can  only  stand  by  and  try  to  keep  us  from  losing  our  minds  and  our 
selves.  The  thing  that  keeps  me  going  is  the  possibility  that  there  will  be 
a  magic  bullet  some  day  soon.  But  to  find  it,  we  need  more  research. 

I  am  asking,  in  fact  begging,  you  to  respond  positively  to  this  appeal  to 
fund  the  research  that  will  find  a  way  to  alleviate  this  tragic  condition. 


STATEMENT  OF  THE  INDIAN  AND  NATIVE  AMERICAN  EMPLOYMENT 
AND  TRAINING  COALITION 

The  Native  American  programs  authorized  under  the  Job  Training 
Partnership  Act  are  the  main  source  of  support  for  employment  and  training 
services  provided  to  the  most  seriously  disadvantaged  segment  of  the  American 
work  force  ~  Indian,  Alaska  Native  and  Native  Hawaiian  workers. 

Native  American  workers  benefit  from  two  special  provisions  in  JTPA.   The 
Native  American  program  under  Section  401  of  Title  FV  provides  comprehensive 
employment  and  training  services  for  youth  and  adults  on  a  year-round  basis  in 
ail  portions  of  the  country  -  on  and  off-reservation. 

A  special  portion  of  the  funds  for  the  JTPA  Summer  Youth  program  makes 
these  services  available  to  Native  youth  in  reservation  areas,  Oklahoma,  Alaska 
and  Hawaii. 

The  Indian  and  Native  American  Employment  and  Training  Coalition 
recommends  that  not  less  than  $65  million  be  provided  for  the  Title  IV, 
Section  401  JTPA  program  in  the  Fiscal  Year  1997  appropriation  bill  for  the 
Departments  of  Labor,  Health  and  Human  Services  and  Education.   The 
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Coalition  also  recommends  that  the  full  amount  of  the  Administration 
request  be  provided  for  the  Title  II-B  Summer  Youth  program  in  the 
summer  of  1997.   This  level  would  make  $15.8  million  available  for  the 
tribal  portion  of  the  Summer  program. 


Indian  Programs  under  JTPA: 

Native  American  youth  and  adults  in  all  parts  of  the  country  are  currently 
served  under  the  special  program  authorized  in  Section  401  of  Title  IV  of  JTPA. 

The  program  reaches  over  24,000  unemployed,  underemployed  or 
economically  disadvantaged  Indian,  Alaska  Native  and  Native  Hawaiian  workers. 
The  service  provider  network  includes  189  Indian  tribal  governments,  inter-tribal 
consortia,  off-reservation  Indian,  Alaska  Native  and  Native  Hawaiian 
organizations. 

Grantees  provide  a  wide  range  of  services.   These  include  remedial 
education,  occupational  training,  work  experience  and  a  variety  of  training- 
related  services. 

Despite  persistendy  high  levels  of  joblessness  ~  80%  and  more  on  some 
reservations  -  over  50%  of  those  terminaring  from  the  program  found  jobs  in 
JTPA  Program  Year  1994,  the  latest  for  which  data  is  available.    Over  82%  of 
those  terminating  from  the  program  either  found  jobs  or  successfully  upgraded 
their  education  and  work  skills.    This  "positive  termination"  measure  of  program 
success  is  the  more  meaningful  one  for  the  Indian  program;  increasing  skill 
levels  and  work  history  over  time  is  the  program's  most  important  goal. 

In  addition  to  the  Indian  Section  401  program,  Indian  grantees  serving 
reservation  areas,  Oklahoma,  Alaska  and  Hawaii  receive  a  portion  of  the  total 
amount  of  funds  appropriated  for  the  Summer  Youth  program  under  Tide  II-B 
of  JTPA   This  set-aside,  authorized  by  Section  252(a)  of  the  Act,  amounts  to 
slighdy  over  1.8%  of  all  Title  II-B  funds  available. 

Although  small,  the  program  is  extremely  important  to  the  approximately 
11,000  economically  disadvantaged  youth  normally  served  in  reservation  and 
other  Native  communities.    It  is  frequently  the  first  experience  these  young 
people  have  in  getting  a  job  and  understanding  what  a  pay  check  is  all  about. 
The  program  provides  virtually  the  only  employment  opportunities  available  to 
Native  youth  in  these  areas. 


Funding  Trends  and  the  Administration's  Request: 

Funding  for  employment  and  training  services  for  Indian  youth  and  adults 
has  declined  precipitously  over  the  years.  The  Administration's  FY  97  request  of 
J50.0  million  for  the  Section  401  program  would  continue  this  decline. 

The  funding  trends  are  summarized  on  the  following  table. 
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Funding  Trends:    Indian  JTPA  Programs 


Program 

FY  95 
Pre-Resc. 

FY  95 
Post-Resc. 

FY  96 
Actual 

FY  97 
Request 

(amounts  in  millions)                                            j 

Sec.  401  Native 
American  Program 

$  64.1 

J  59.8 

J  52.2 

$  50.0             1 

Program 

Summer  94 

Summer  95 

Summer  96 

Summer  97 
Request        | 

(amounts  in  millions)                                            | 

Tribal  Share, 
Summer  Youth 
Program 
(Title  n-B) 

$  15.9 

1  15.8 

111.4 

1  15.8 

The  table  shows  that  the  resources  available  for  the  Section  401  program 
have  already  shrunk  by  18%  between  the  level  originally  appropriated  for  FY  95 
and  the  amount  now  being  released  for  FY  96. 

To  make  matters  worse,  inflation  has  taken  a  massive  toll  on  Indian 
Section  401  JTPA  funding.   Between  the  end  of  CETA  in  FY  83  and  FY  96,  the 
total  amount  of  funds  available  for  this  program  has  dropped  by  half  in  constant 
dollar  terms. 

The  combination  of  these  circumstances  has  placed  Indian  JTPA  grantees 
in  a  cruel  vise.  Many  more  people  need  services,  frequendy  much  more 
expensive  services,  while  at  the  same  time  the  resources  dwindle.  The  result  is 
that  fewer  people  get  served  despite  the  growing  need.  Participant  levels  in  the 
Section  401  program  have  declined  over  the  last  four  years,  with  much  steeper 
declines  expected  as  the  reduced  FY  95  and  96  levels  take  effect. 

Although  it  is  asking  for  hundreds  of  millions  for  new  job  training 
initiatives,  the  Administration  has  declined  to  seek  any  restoration  of  the  funding 
for  the  basic  program  serving  Native  workers.    In  fact,  the  Administration's 
request  would  cut  |2.5  million  from  the  already  drastically  reduced  FY  96  level. 

Even  if  the  Administration  were  to  make  resources  available  to  tribes  and 
off-reservation  Native  American  grantees  from  the  money  it  is  requesting  for  new 
initiatives,  such  as  the  "Opportunity  Areas  for  Out-of-School  Youth"  program,  this 
does  not  compensate  for  the  cut  in  the  Section  401  account.   Any  funding  from 
discretionary  initiatives  would  be  available  on  a  competitive  basis;  most  Native 
youth  and  most  grantees  would  receive  no  benefit  from  it. 

This  is  not  to  argue  that  such  discretionary  funding  should  not  be 
available;  it  certainly  should.    Rather,  it  is  to  point  out  that  this  would  not  make 
up  for  the  serious  reduction  in  basic  job  training  funds  which  would  result  if  the 
Congress  were  to  approve  the  Administration's  request  for  FY  97. 


With  respect  to  the  tribal  Summer  Youth  Program,  the  total  appropriation 
level  has  provided  between  $15.4  and  J 15. 9  million  over  the  last  several  years. 
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Even  at  that  level,  the  amount  is  seriously  inadequate  to  meet  the  need.    Many 
tribes  have  long  waiting  lists  of  youth  who  want  to  participate  but  can't  because 
of  inadequate  handing. 

The  agreement  on  HR  3019,  the  omnibus  appropriations  bill  covering 
DOL  and  other  programs  through  the  end  of  FY  96,  has  just  provided  J  11.4 
million  for  tribal  Summer  Youth  activities.   This  represents  a  cut  of  28%  from  last 
summer's  level.   This  will  have  very  serious  consequences  in  reservation  areas 
where  there  are  almost  no  other  opportunities  for  youth  to  make  a  successful 
transition  into  the  work  force. 

Funding  for  Native  youth  in  reservation  areas  and  Alaska  and  Hawaiian 
Native  communities  must  continue  if  there  is  to  be  a  productive  work  force  in 
the  future.  

STATEMENT  OF  GARY  McADAMS,  CHAIRMAN,  LAWTON  INDIAN 
HEALTH  ADVISORY  BOARD,  LAWTON,  OK 

This  written  testimony  is  subnfiltted  to  the  U.S.  Senate  Subcommitte 
on  Labor,  Health  and  Human  Services,  and  Education  for  your 
consideration  of  a  Special  Appropriation  to  be  earmarked  for  a 
replacement  facility  (REQUGST  #1)  at  an  Indian  Health  Service  (IHS) 
operated  Service  Unit  at  Lawton,  Oklahoma.  This  facility's  useful  life  has 
existing  and  impeding  limitations  in  that  its  construction  occurred  in  1967 
and  its  moment  in  time  and  history  found  the  hospital  and  clinic  to  be  state 
of  the  art.  However,  external  and  internal  forces  have'  impacted  the 
Service  Unit  facility  and  its  operation  to  the  extent  that  its  1996  operation 
is  stifled  by  an  inadequate  facility  whose  useful  life  is  now  in  question. 

REQUEST  #1:  The  Lawton  Service  Unit  as  mentioned  above 
was  a  state  of  the  art  facility  in  1967  which  provided  service  around  the 
Indian  Health  Service's  model  system  of  "Community  Health".  Throughout 
subsequent  years  of  operation  the  PHS/IHS  system  has  expanded  and 
refined  Its  health  care  delivery  system  to  meet  the  growing  number  of 
eligible  users  who  are  Indigenous  and  non-Indigenous.  Although  system- 
wide  Improvements  exist,  pockets  of  inadequacies  prevail  even  within  the 
eleven  (11)  IHS  Areas.  Such  inadequacies  exists  at  the  Lawton  Service 
Unit  due  to  an  integrated  need  for  a  suitable  facility  to  enhance  the 
service  delivery.  Compounding  the  existing  situation  Is  the  necessary  but 
problematic  activity  of  referrals  by  contract  health  service  to  private 
providers  due  to  unsuitable  facilities  for  surgery,  recovery,  ob/gyn, 
cardiac  care  unit,  and  an  intensive  care  unit.  Bear  In  mind,  the  IHS 
providers  have  the  responsibility  for  recommending  referrals  based  upon 
their  professional  decision  which  encompasses  the  medical  model  of 
decision-making.  We,  therefore,  Illuminate  selected  Issues  that  amplify 
the  need  for  a  replacement  facility  and  they  are: 

ISSUES:        1 .  Age  of  facility  is  nearing  thirty  (30)  years, 

2.  Service  Unit  has  had  added  systems  and 
systems  have  been  rebuilt, 

3.  Late  1980's,  Lawton  was  In  top  five(5)  on  IHS 
Facilities  Priority  Ranking,  but  mysteriously 
disappeared  from  the  Ranking  for  construc- 
tion of  a  replacement  facility, 

4.  One  examination  room  per  provider  while  simi- 
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lar  facilities  have  three  (3)  examination  rooms 
per  provider, 

5.  Providers  of  pediatric  services  have  extremely 
inadequate  space, 

6.  Hospital  needs  an  Intensive  Care  Unit  (ICU) 
and  Cardiac  Care  Unit  (CCU), 

7.  Need  for  suitable  OB/GYN  &  surgical  services, 

8.  IHS  Division  of  Facilities  Planning  and  Con- 
struction in  its  periodic  surveys  should  have 
completed  a  review  to  assess  the  facility  con- 
dition, suitability,  and  replacement  needs  and 
reported  this  need  to  U.S.  Congress  for  an 
appropriate  congressional  appropriation. 

TOTAL  FOR  REQUEST#  1 :  The  Health  Advisory  Board  respect- 
fully seeks  a  repU  cement  facilitv  that  is  a  1999  nomenclature  hospital  and 
a  2001  staffing  profile  which  are  imperative  to  fulfill  and  continue  the 
mission  of  the  IHS  which  is  "to  elevate  the  health  status  of  Indians  to  the 
highest  possible  level",  therefore  our  request  for  construction  is  an 
amount  of  $22.000.000.00  (+/-  3  mil)  and  $3.000.000.00  for  equipment  for 
a  TOTAL  REQUEST  of  $25.000.000.00  i+l-  3  mih . 

REQUEST  #2:  Seeking  a  comprehensive  health  care  center  is 
paramount  to  providing  a  health  care  delivery  system  which  "will  be  as 
good  as  or  better  than  other  system".  This  request  is  part  and  parcel  to 
the  Indian  Health  Service's  "Community  Health"  approach.  Having  a 
replacement  facility  (1999  nomenclature  hospital)  with  a"  2001  staffing 
profile,  the  Health  Advisory  Board  is  mindful  of  the  moral  and  legal 
obligation  of  the  Federal  Government  "to  provide  health  care  to  American 
Indians  and  Alaska  Natives  based  upon  numerous  treaties  signed 
between  the  U.S.  and  tribes  which  specifically  provide  for  such  health 
care  services"  as  regulated  by  Congress  through  commerce  with  tribes 
as  stated  in  the  U.S.  Constitution. 

A  2001  staffing  profile  assures  quality  health  care  to  the  users  of 
our  Service  Unit  and  would  thrust  the  IHS  operated  service  unit  to  the 
level  of  a  comprehensive  health  care  center  that  incorporates  "cultural 
sensitivity"  within  the  delivery  system. 

Requesting  a  new  staffing  profile  enhances  the  Service  Unit's 
health  care  delivery  system  by  providing  inpatient  care,  routine  and 
emergency  ambulatory  care,  and  support  services  including  laboratory, 
pharmacy,  nutrition,  and  health  education,  secondary  medical  care, 
specialized  medical  services,  rehabilitative  care,  and  continued  utilization 
of  providers  and  services  under  contract. 

The  need  for  a  new  staffing  profile  in  the  pharmacy  unit  at  the 
Service  Unit  is  an  example  of  one  of  the  major  problems  existing  in  the 
Oklahoma  City  Area.  Specifically,  the  Area  Office  has  access  and  does 
retrieve  essential  data  on  the  workload  for  each  IHS  facility.  Ideally,  data 
on  each  pharmacy's  workload  is  translated  into  full-time  equivalencies 
(FTE);  however,  the  ideal  situation  does  not  exist.  Oklahoma  City  Area 
Office  has  failed  to  recognize  or  chooses  not  to  recognize  that  our  full 
service  hospital  never  received  an  equitable  allocation  of  FTE's  and 
funding  in  the  pharmacy  unit  since  the  opening  of  our  hospital  in  1967. 

Data  reflecting  site,  patient  population,  drug  budget,  staff,  scripts 
per  year,  and  translation  of  the  data  to  yearly  facts  follows: 


Lawton 


Tahleauah 
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patient  population 
drug  budget 
pharmacy  staff 
scripts  per  year 
121.584/9 


32,000 

$815,000.00 

9 

121,584 

1 3.51 0  scripts  p/staff  p/year 


$815.000/121.584    $6.70  per  script 


patient  population 
drug  budget 
pharmacy  staff 
scripts  per  year 
186.479/25 
$2.2  mil/ 186.479 


60,000 

$2.2  million 

25 

186,479 

7.459  scripts  p/staff  p/year 

$1 1 .80  per  script 


Claremore    patient  population    87,000 

drug  budget  $1 .5  million 

pharmacy  staff         14 
scripts  per  year        1 27,536 

127.536/14 9.110  scripts  p/staff  p/vear 

$1.5  mil /1 27.536     $11.76  per  script 
These  revealing  facts  point  to  the  inequitable  allocation  of  FTE's 
and  budget  not  mention  the  need  for  an  increased  pharmacy  area. 
Relavant  to  this  request  are: 

ISSUES:        1 .        An  increase  In  user*  population  of  21 ,148 
(FY  93)  to  32,000  (FY  96), 

2.  HSPS  Report  (4/9/91 )  clinical. workload 
units  (CWU)  at  the  Lawton  Service  Unit 
was  160,691  which  was  111%  more  than 
the  Ada  Service  Unit  (76,245)  and  13.5% 
more  than  the  Tahlequah  Service  Unit, 

3.  30.8%  of  the  employees  are  full  time 
temporaries  (FTT)  and  points  to  the  vul- 
nerabilitiy  of  their  longetivity  although 
some  employees  have  been  on  temporary 
status  for  as  long  as  ten  (10)  years, 

4.  full-time  temporary  employees  lack  job 
security  and  are  ineligible  for  employee 
benefits, 

5.  An  inordinate  number  of  temporaries  are 
nursing  services  and  medical  records,  and 

6.  The  Lawton  Service  Unit  has  one  hundred 
ninety-one  (191)  employees  and  forty-five 
(30.8%)  are  temporaries. 

TOTAL  FOR  REQUEST  #2:  The  Health  Advisory  Board  respect- 
fully requests  your  consideration  for  236  full-time  equivalancies  with  191 
FTE's  (current)  staffing  profile  to  be  part  of  the  recurring  base  which  has 
not  changed  since  1967  and  further  the  Board  requests  the  forty-five  (45) 
temporary  employees  be  converted  to  FTE's.  The  total  request  is  for  a 
Staffing  Profile  of  191  FTE's  and  the  conversion  of  forty-five  (45)  FTT's  at 
$1.26oToOO.OO  which  is  based  on  a  national  average  of  $28,000.00  (FTE) 
for  the  Lawton  Service  Unit. 


REQUEST  #3:         Equitable  funding  for  Oklahoma  is  a  matter  of 
dire  need  which  is  documented  in  the  Indian  Health  Service's  report  as 
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requested  by  Senator  Don  Nickles,  Senator  David  Boren  and  Rep.  Glenn 
English  dated  February  28,  1991  entitled,  IHS  RESOURCE  ALLOCA TIONS 
for  INDIANS  in  OKLAHOMA.  Recent  data  reveals  Oklahoma's  Indian 
population  is  22.2%  of  the  nationwide  Indian  population  and  Oklahoma 
receives  only  12.6%  of  funding.  And,  Oklahoma's  per  capita  is  58.3%  of 
the  national  average  funding.  Example,  Oklahoma  Hospital  &  Clinic 
funding  is  $769.00  per  person,  Navajo  receives  $794.00,  Nashville 
receives  $1,767.00,  and  Alaska  receives  $2,463.00.  Equitable  funding 
should  exist  on  a  per  capita  basis  for  each  of  the  eleven  (11)  areas. 
With  the  existing  funding  scenario,  expectations  by  the  Lawton 
Health  Advisory  Board  is  to  receive  equitable  funding  from  the  Oklahoma 
City  Area  Office's  Resource  Allocation;  however  this  expectation  does  not 
exist.  Historical  funding  data  specific  to  Oklahoma  reveals  inequitable 
funding  to  the  Lawton  Service  Unit.  Following  are: 

ISSUES:        1 .         FY  93  Lawton  received  per  capita  funding 
of  $873.00  compared  to  $1 ,542.00  for  Tah- 
lequah,  and  $1 ,779.00  for  Ada, 

2.  FY  93  user  population  for  Lawton  was 

21 ,148  compared  to  Tahlequah  at  22,1 38 
and  Ada  at  12,411, 

3.  FY  93  total  funding  for  Lawton  was 

$1 8,472,592  compared  to  Tahlequah  at 
$32,610,466  and  Ada  at  $22,090,836, 

4.  Table  below  offers  a  contrast  of  Estimated 
Resources  for  Lawton,  Tahlequah,  &  Ada, 

Site  Resource  Need      Resources  Received      '■>■/- 

Lawton  $25,842,023  $18,472,592  -28.5% 

Tahlequah      $24,297,481  $32,610,446  +34.2% 

Ada  $14,916,525  $22,090836  +48.1  % 

Data  source:  The  Lawton  Oklahoma  IHS  Service  Unit.  Oklahoma  City 
Area  Indian  Health  Service:  Special  Appropriation  Justification  Document. 
Wahpepah,  Frank  H.,  1994. 

5.  and,  FY  95  recurring  funding  for: 
Lawton  $15,666,250 
Tahlequah    $23,804,491 

Ada  $23,963,574 

Data  source:       Oklahoma  City  Area  Indian  Health  Service.  Final  FY  1995 
Service  Unit  Budgets.  U.S.  Public  Health  Service,  Indian  Health  Service, 
April  2, 1996. 

TOTAL  FOR  REQUEST  #3:  And  finally,  Lawton  Health  Advisory 
Board  respectfully  requests  equitable  funding  for  an  identified  resource 
deficiency  of  $10.788.00.00.  plus  inflation  and  to  incorporate  the  request 
as  a  part  of  Lawton's  recurring  base.  The  amount  is  based  upon  the 
Special  Appropriation  Justification  Document  dated  April  26, 1994. 


REQUEST  TOTAL  (S): 

Replacement  Facility  $22,000,000  (+  /  -3  mil) 

Equipment  $    3,000,000 

45FTE's  $    1,260,000 

Equitable  Funding  $10,788,000 

GRAND  TOTAL:  $  37,480,000.00 
*  User  includes  population  outside  Lawton's  ten  (10)  county  area 
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STATEMENT  OF  KAY  REDFIELD  JAMISON,  Ph.D.,  PROFESSOR  OF 
PSYCHIATRY,  JOHNS  HOPKINS  UNIVERSITY  SCHOOL  OF 
MEDICINE,  BALTIMORE,  MD,  ON  BEHALF  OF  THE  GENOME 
ACTION  COALITION 

Mr.  Chairman  and  members  of  the  subcommittee:  My  name  is  Kay  Redfield 
Jamison  and  I  am  a  Professor  of  Psychiatry  at  The  Johns  Hopkins  University  School  of 
Medicine  in  Baltimore,  Maryland.  I  am  here  today  to  testify  on  behalf  of  The  Genome 
Action  Coalition,  of  which  I  am  the  Chair  of  the  Steering  Committee. 

My  interest  in  genetics  is  a  direct  outgrowth  of  my  interest  in  mental  illness.  As  a 
psychologist,  scientist,  patient  and  family  member,  I  know  that  research  is  proceeding  at 
breakneck  speed  to  find  the  genes  that  are  responsible  for,  or  which  indicate  a 
predisposition  to.  many  kinds  of  mental  illness.  My  own  area  of  expertise  is  manic- 
depressive  illness,  where  genetic  research  promises  to  lead  to  break-throughs  that  were 
previously  only  distant  goals. 

As  a  former  member  of  the  National  Advisory  Council  on  Human  Genome 
Research,  the  advisory  body  to  the  National  Center  for  Human  Genome  Research  at  the 
National  Institutes  of  Health,  I  have  had  an  opportunity  to  witness  the  remarkable 
progress  that  has  been  made  in  research  into  the  human  genome  in  the  last  five  years. 

The  Genome  Action  Coalition  (TGAC)  is  a  voluntary  coalition  of  more  than  80 
patient  advocacy  groups,  professional  groups,  pharmaceutical  companies,  biotechnology 
companies,  and  scientific  researchers.  It  has  been  in  existence  for  a  little  more  than  a 
year.  Its  purpose  is  to  create  and  nurture  an  environment  within  the  government  atid  the 
general  public  in  which  genome  research  will  continue  to  enjoy  strong  support. 

The  Coalition  is  the  leading  non-governmental  advocate  for  government  and 
private  investment  in  genome  research  and  the  development  and  ultimate  success  of  the 
Human  Genome  Project.  Most  critically,  it  is  an  educational  vehicle  intended  to  expand 
the  knowledge  and  understanding  of  the  long-term  value  of  genome  research  among 
elected  and  appointed  officials  and  the  general  public. 

Through  its  efforts,  the  Coalition  hopes  to  assure  that  adequate  resources  are 
available  to  meet  the  goals  of  the  Human  Genome  Project.  Genome  research  is  an 
integral  aspect  of  the  more  general  field  of  biomedical  research  and  supplements  other 
forms  of  research  conducted  through  other  venues.  At  its  most  basic  level,  the  work  of 
the  Human  Genome  Project  is  infrastructure;  it  creates  the  knowledge  and  the  pathways 
to  work  with  other  institutes  to  find  the  cures  and  treatments  that  are  not  otherwise 
possible. 

Consistent  with  our  mission  to  seek  adequate  resources,  Mr.  Chairman,  I  must 
begin  today  by  thanking  this  subcommittee  for  its  extraordinary  effort  on  the  budget  of 
the  National  Center  for  Human  Genome  Research  and  of  the  entire  National  Institutes  of 
Health  in  the  current  fiscal  year.  To  understand  how  important  what  you  did  will  turn  out 
to  be,  people  must  understand  where  the  Human  Genome  Project  is  in  its  current 
development. 

The  Human  Genome  Project  is  a  fifteen  year,  multi-national  effort  to  determine 
the  exact  appropriate  sequence  of  the  four  chemical  components  of  DNA  for  each  of  the 
80,000  to  100,000  genes  in  each  human  cell.  What  it  is  seeking  is  no  less  than  three 
billion  bits  of  information.  But,  why  is  this  important? 
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r,vcn  before  it  is  complelc,  tlic  Human  (Jenomc  Project  is  transforming  both 
biology  and  medicine.  Our  genes  direct  the  development  of  a  single-celled  egg  into  a  full 
grown  adult  and  influence  not  only  what  we  look  like,  but  what  diseases  we  may 
eventually  get.  Understanding  their  functioning  will  tell  us  more  than  we  have  ever 
known  about  how  a  baby  develops.  It  will  also  take  us  into  an  era  of  molecular  medicine, 
with  precise  new  approaches  to  diagnosis,  treatment  and  prevention  of  disease. 

Our  genes  are  made  of  DNA,  a  long,  threadlike  molecule,  coiled  inside  our  cells. 
Within  the  cell  nucleus,  the  DNA  is  packed  into  23  pairs  of  chromosomes.  Each 
chromosome  carries  thousands  of  genes  arrayed  like  beads  on  a  string.  Genes,  which  are 
simply  short  segments  of  DNA,  are  the  instruction  manuals  that  tell  our  cells  how  to 
beha\'e.  They  do  this  by  specifying  the  instructions  for  making  particular  proteins. 

These  instructions  are  written  in  a  four-letter  code,  with  each  letter  corresponding 
to  the  chemical  constituents  of  DNA:  A,  G,  C,  and  T.  (You  will  note,  incidentally,  the 
acronym  for  The  Genome  Action  Coalition  is  TGAC.)  Genes  are  the  paragraphs  of  the 
DNA  language.  If  that  language  becomes  garbled,  if  a  word  is  "misspelled,"  the  cell  may 
make  the  wrong  protein,  or  too  little  or  too  much  of  the  right  one.  In  some  cases,  such  as 
sickle  cell  anemia,  a  single  misplaced  letter  out  of  three  billion  is  sufficient  to  cause  the 
disease. 

Errors  in  our  genes  are  responsible  for  an  estimated  3000  to  4000  clearly 
hereditary  diseases,  including  Cooley's  anemia,  Huntington's  disease,  cystic  fibrosis, 
neurofibromatosis,  many  forms  of  mental  illness  and  many  others.  What's  more,  we  now 
know  that  altered  genes  play  a  part  in  cancer,  heart  disease,  diabetes  and  many  other 
common  and  complex  disorders.  Often  in  these  cases,  the  gene  creates  a  genetic 
predisposition  that  is  then  triggered  by  the  interaction  with  environmental  factors,  such  as 
lifestyle  and  diet. 

The  Human  Genome  Project,  then,  will  develop  the  tools  to  identify  genes 
involved  in  both  common  and  rare  diseases.  Such  discoveries  are  likely  to  bring 
improvements  in  early  detection  and  treatment  of  disease  and  new  approaches  to 
prevention.  When  the  molecular  basis  of  disease  is  revealed,  scientists  have  a  far  better 
chance  of  defeating  it,  either  through  highly  targeted  drugs  or  through  gene  therapy. 
Even  before  that,  however,  the  development  of  predictive  tests  can  result  in  lifestyle 
changes  that  avert  a  disease  or  catch  it  at  very  early  stages,  when  treatment  is  most  likely 
to  be  successful. 

But  finding  the  gene  is  very  difficult.  The  problem  lies  with  the  vast  size  of  the 
genome,  containing  three  billion  chemical  bases.  If  printed  out,  the  human  genome 
would  fill  1000  editions  of  a  1000  page  telephone  book.  How  can  you  possibly  find  a 
single  typographical  error?  First,  you  need  a  map  --and  the  Human  Genome  Project  is 
well  on  its  way  to  developing  two. 

Genetic  maps  consist  of  thousands  of  markers  -  short,  distinctive  segments  of 
DNA  -  spaced  along  the  chromosomes.  Now  very  detailed,  a  genetic  map  enables 
researchers  to  pinpoint  the  location  of  a  gene  between  any  two  markers.  Physical  maps, 
on  the  other  hand,  consist  of  overlapping  pieces  of  DNA  spanning  an  entire  chromosome. 
When  these  maps  are  complete,  researchers  can  go  to  a  specific  region  of  chromosome  by 
using  a  genetic  map.  then  go  the  freezer,  where  DNA  for  the  physical  map  is  stored,  and 
pick  out  that  piece  to  study,  rather  than  searching  through  the  chromosomes  again. 
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Ultimately,  decoding  all  three  billion  chemical  bases  will  be  a  daunting  task. 
Researchers  from  biology,  physics,  engineering  and  computer  science  are  working  on 
developing  the  automated  technologies  to  reduce  the  time  and  cost  of  sequencing.  And, 
this  is  where  the  action  of  this  subcommittee  in  the  fiscal  1996  budget  is  so  important. 

NCHGR's  budget  was  predicated  on  the  assumption  that  it  would  fund  a  request 
for  applications  (RFA)  to  begin  to  take  significant  steps  in  the  development  of  this 
complex  and  necessary  sequencing  technology.  By  supporting  the  NCHGR  budget  at  a 
level  of  $1 70  million  in  the  current  year,  this  subcommittee  has  made  the  next  step  in 
genomics  research  possible. 

In  February,  the  National  Advisory  Council  on  Human  Genome  Research  met  to 
review  the  applications  that  were  submitted  in  response  to  the  RFA.  It  is  expected  that 
NCHGR  will  be  announcing  the  award  of  these  funds  in  the  very  near  future.  This  would 
not  have  happened  had  it  not  been  for  the  efforts  of  this  subcommittee  and  for  your 
unflinching  support  of  the  National  Institutes  of  Health,  Mr.  Chairman. 

On  March  1 8,  the  President  submitted  to  the  Congress  his  budget  for  the  fiscal 
year  that  begins  on  October  1,  1996.  As  you  know,  Mr.  Chairman,  that  budget 
recommends  at  3.9%  increase  for  NIH,  in  general,  and  a  5.3%  increase  for  NCHGR,  in 
particular.  While  that  is  certainly  a  generous  level  of  increase  in  the  current,  restrained 
fiscal  environment,  those  of  us  who  believe  strongly  in  the  mission  of  the  NIH  would  like 
to  see  an  increase  for  next  year  in  the  area  of  6%. 

Since  its  creation  in  1990,  the  Human  Genome  Project  has  progressed  farther  than 
expected  and  has  done  so  with  appropriations  that  were  less  than  originally  planned.  Put 
another  way.  it  is  ahead  of  schedule  and  under  budget.  But,  lest  there  be  any  temptation 
to  slow  the  funding  for  the  project  because  it  is  proceding  faster  than  anyone  dare 
dreamed  when  it  was  created,  let  me  be  very  clear. 

This  project  can  not  be  completed  fast  enough.  Every  day,  men,  women  and 
children  are  dying  of  genetic-based  diseases.  Those  that  are  not  dying  are  suffering 
enormously.  This  subcommittee  has  received  testimony  from  representatives  of  patient 
advocacy  groups  for  many  diseases  that  are  either  the  direct  result  of  a  genetic  mutation 
or  the  indirect  result,  meaning  that  a  genetic  mutation  has  created  a  predisposition  to  a 
particular  disease. 

Illness,  suffering  and  death  are  not  acceptable.  Even  from  the  coldest  economic 
perspective,  the  costs  to  our  society  are  staggering.  Group  after  group  has  come  before 
this  Subcommittee  and  cited  the  economic  impact  of  the  disease  with  which  they  are 
concerned.  Four  billion  dollars,  six  billion  dollars,  ten  billion  dollars  -  the  numbers  are 
enormous. 

But,  even  more  than  that  is  the  human  suffering.  Children  with  Cooley's  anemia, 
for  example,  undergo  the  transfusion  of  34  units  of  red  blood  cells  each  year;  nightly 
painful  drug  infusions  lasting  12  hours;  and  numerous  continuing  chronic  complications. 
Likewise,  children  with  cystic  fibrosis,  or  primary  immune  deficiency,  or  whichever 
genetic  illness  you  choose,  are  very,  very  sick.  In  short,  they  are  robbed  of  their 
childhoods.  The  suffering  for  adults  that  are  seriously  mentally  ill,  or  have  Huntington's 
disease,  or  develop  breast  cancer  is  equally  tragic. 

Mr.  Chairman,  it  is  important  that  we  be  very  clear.  The  research  that  is  being 
done  at  the  National  Center  for  Human  Genome  Research,  and  throughout  all  of  the  NIH, 
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is  not  going  to  solve  all  of  these  problems  today,  or  tomorrow.  There  is  danger  from 
over-hyping  the  work  that  is  being  done.  And,  we  who  are  affiliated  with  The  Genome 
Action  Coalition  recognize  that  danger  and  are  careful  not  to  fall  prey  to  it. 

But.  it  is  also  true  that  no  greater  opportunity  to  prevent,  treat  and  cure  disease  has 
ever  been  presented  to  humankind  than  the  Human  Genome  Project.  Such  a  wealth  of 
information  is  locked  deep  inside  the  vault  that  is  the  human  cell  and  this  project  is  our 
best  chance  to  find  the  combination  and  open  the  door.  This  subcommittee's  continued 
support  will  help  to  make  that  possible. 

Mr.  Chairman,  again,  on  behalf  of  The  Genome  Action  Coalition,  I  appreciate  the 
opportunity  to  submit  this  testimony  and  urge  your  continued  strong  support  for  the 
National  Institutes  of  Health  and  the  National  Center  for  Human  Genome  Research. 


STATEMENT  OF  KATHLEEN  WALGREN,  CHAIRPERSON,  THE 
NATIONAL  FUEL  FUNDS  NETWORK 

I  want  to  thank  the  Chairman  and  the  members  of  the 
committee  for  the  opportunity  to  submit  this  testimony.  The 
National  Fuel  Funds  Network  (NFFN),  which  I  represent  as 
Chairperson,  supports  adequate  funding  for  the  Low  Income 
Home  Energy  Assistance  Program  (LIHEAP)  at  no  less  than 
$  1.319  billion  for  FY  97. 

The  National  Fuel  Funds  Network  is  a  membership 
organization  comprised  of  over  210  dues  paying 
representatives  of  private  fuel  and  energy  assistance  funds, 
community  action  agencies,  social  service  organizations, 
utility  companies,  trade  associations  and  private  citizens. 
Our  member  organizations  are  located  in  44  states  and  the 
District  of  Columbia.  The  NFFN  is  concerned  with  the  ongoing 
energy  crisis  that  is  being  experienced  by  the  poor  of 
America. 

Fuel  funds  are  organizations  that  raise  private  money  in 
their  local  communities  to  help  low- income  households  pay 
their  home  energy  bills.  Fuel  funds  come  in  many  different 
shapes  and  sizes.  They  range  from  small  church  groups  which 
distribute  hundreds  of  dollars  in  a  single  neighborhood  to 
large,  independent  organizations  which  distribute  millions  of 
dollars  across  a  state.  Fuel  funds  can  be  a  division  of  a 
large,  social  service  agency  or  they  can  be  operated  by  an 
energy  company. 

Whatever  their  form,  fuel  funds  were  developed  to 
address  the  needs  of  the  poor  who  are  unable  to  pay  their 
home  energy  bills.  They  all  raise  and  distribute  private 
sector  monies  and  they  all,  inevitably,  discover  that  the 
resources  they  manage  and  the  resources  provided  by  LIHEAP, 
are  inadequate.  As  a  consequence,  fuel  funds  become  involved 
in  attempting  to  increase  the  resources  available  to  help  the 
poor  meet  their  energy  needs. 

Together  the  286  plus  fuel  and  energy  assistance  funds 
that  have  developed  in  the  last  seventeen  years  raise  private 
energy  assistance  dollars  at  the  local  level  to  supplement 
inadequate  LIHEAP  funding.  Nationally  fuel  funds  make  heating 
and  cooling  bill  assistance  payments  of  over  $  68  million 


dollars  each  year  on  behalf  of  some  533,000  families.  These 
payments,  while  vitally  needed,  are  quite  small  in  comparison 
to  the  $  1  billion  in  FY  96  LIHEAP  funding.  The  families 
served  by  fuel  funds  rank  among  the  "poorest  of  the  poor"  in 
America;   the  majority  have  annual  household  incomes  of 
$  10,000  or  less. 

As  LIHEAP  funding  continues  to  decrease  other  sources  of 
payment  assistance,  such  as  private  fuel  and  energy 
assistance  funds,  have  taken  on  increased  importance  to  fill 
the  gap  between  the  need  for  assistemce  and  available  federal 
funds.  Some  may  suggest  that  private  fuel  funds  and  other 
charitable  contributions  will  make  up  the  deficit  resulting 
from  further  cuts  in  LIHEAP  funding.  Others  will  point  to 
fuel  funds  as  an  example  of  the  kinds  of  help  that  could 
potentially  take  the  place  of  LIHEAP.  As  thankful  as  we  are 
for  the  continued  generous  response  from  our  private  donors 
across  the  country,  we  are  painfully  aware  that  our  efforts 
still  fall  far  short  of  the  need.  It  is  apparent  upon  review 
of  the  relative  funding  levels  listed  above  that  privately 
raised  energy  assistance  dollars  can  only  supplement  LIHEAP 
dollars  and  can  never  take  the  place  of  federal  energy 
assistance  funds. 

LIHEAP  remains  the  largest  source  of  energy  assistance 
for  low-income  Americans.  Over  5.6  million  American  families 
rely  on  LIHEAP  to  help  them  make  it  through  the  cold  of 
winter  or,  while  Energy  Crisis  monies  are  available,  to  help 
them  through  the  heat  of  summer.  It  is  for  this  reason  that 
the  NFFN  was  alarmed  and  appalled  to  learn  that  the 'recent 
conference  agreement  provided  a  rescission  of  $  100  million 
in  previously  appropriated  1996  funding  as  recommended  in  the 
House  and  Senate  appropriation  bills.  The  conference 
agreement  also  did  not  provide  advance  fiscal  year  1997 
funding  for  the  LIHEAP  program,  the  same  as  the  House  bill 
and  $  1  billion  less  than  the  Senate  bill. 

The  unavailability  of  LIHEAP  funding  during  periods  of 
prolonged  and  extreme  winter  weather,  as  experienced  this 
year,  would  result  in  nearly  six  million  needy  fcunilies  being 
left  virtually  "out  in  the  cold"  next  winter.  Likewise, 
further  cuts  to  an  already  underfunded  program  would  also 
have  a  devastating  effect  on  the  poor  of  our  country.  Nearly 
50%  of  LIHEAP  recipient  households  have  average  annual 
incomes  of  less  than  $  6,000.  Over  72%  of  LIHEAP  recipient 
households  have  average  annual  incomes  at  or  below  $  8,000 — 
about  only  $  2,800  per  family  member  on  the  average.  We  can 
better  understand  the  difficult  decisions  facing  LIHEAP 
recipients  if  we  imagine  how  hard  it  would  be  just  to  feed 
oneself  with  this  amount —  which  is  less  than  $  8  per  day  — 
and  also  pay  for  housing,  heat  and  other  essentials. 

In  1994,  the  last  year  in  which  national  data  are 
available,  5.6  million  households  received  assistance  from 
LIHEAP.  Of  those  households,  1.6  million  (28%)  contained  at 
least  one  elderly  resident,  1.1  million  (19%)  contained  a 
person  with  disabilities  and  2.8  million  (50%)  included  a 
child  under  the  age  of  eighteen. 

While  the  energy  crisis  of  the  late  1970 's  is  over  for 
most  Americans,  the  energy  crisis  continues  for  low  income 
Americans.  In  1995,  The  National  Consumer  Law  Center  (NCLC) 
reported  that  over  20  million  low- income  Americans  are 
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burdened  by  unaffordable  energy  bills.  The  NCLC  report  also 
concluded  that,  for  the  period  of  1988  to  1992,  energy  prices 
increased  at  a  rate  faster  than  the  growth  in  income  of  poor 
families.  During  the  same  period,  the  average  heating  benefit 
for  LIHEAP  households  decreased. 

More  often  than  not,  the  receipt  of  assistance  to  pay 
utility  bills  can  mean  the  difference  between  households 
having  a  safe  and  warm  winter  season,  or  suffering  deadly 
consequences.  When  some  of  the  families  who  had  experienced  a 
periodic  loss  of  their  heating  utility  were  asked  what  they 
did  for  heat  when  they  had  a  heat  interruption,  54%  of  the 
households  said  they  were  not  able  to  heat  their  home. 
Thirty-nine  percent  reported  that  they  heated  one  or  two 
rooms  with  another  heat  source  such  as  a  fireplace,  cooking 
stove  or  portable  heater.  Over  a  million  households  reported 
using  a  cooking  stove  to  keep  warm--  clearly  a  fire  hazard. 

More  often  than  not,  the  receipt  of  assistance  to  pay 
utility  bills  can  also  make  a  difference  in  the  quality  of 
life  for  low-income  households.  In  recent  years,  increasing 
national  attention  has  been  focused  on  education,  yet  low- 
income  children  are  still,  however,  less  likely  to  receive  a 
good  education.  In  a  study  entitled  "  A  Road  Oft  Taken: 
Unaffordable  Home  Energy  Bills,  Forced  Mobility  and  Childhood 
Education  in  Missouri"  Roger  D.  Colton  explored  the 
interconnection  between  two  seemingly  unrelated  problems  in 
rural  Kissouri  households:  unaffordable  home  energy  bills  and 
poor  educational  attainment.  His  findings  conclude  that  a 
substantial  portion  of  the  low-income  population  is 
"frequently  mobile"  over  a  five  year  period;  that  one  primary 
cause  of  this  frequent  mobility  is  the  unaf fordability  of 
home  energy  bills,  including  home  heating  and  electricity; 
and  that  the  frequent  mobility  creates  problems  for  both  the 
students  in  these  mobile  households  and  for  the  teachers  and 
schools  who  seek  to  educate  those  students. 

The  winter  of  1995-96  was  marked  by  record  low 
temperatures,  prolonged  periods  of  severe  weather  and  record 
snow  falls  in  many  areas  of  the  country.  Despite  experiencing 
one  of  the  coldest  winters  in  recent  times,  state  LIHEAP 
administrators  were  hampered  by  funding  uncertainty.  With 
Congress  unable  to  pass  a  full  year,  1996  appropriations 
bill,  LIHEAP  funds  were  released  in  small  portions,  thus 
hampering  the  States'  ability  to  help  families  throughout  the 
winter . 

In  Missouri ,  for  example,  the  winter  heat  grant  program 
closed  on  February  29,  nearly  a  month  earlier  than  normal.  As 
a  result,  8,000  eligible  households  who  received  a  LIHEAP 
grant  in  1995  were  eliminated  from  the  1996  program.  These 
excluded  households  represent  a  decrease  of  7%  from  the  prior 
year  and  a  cumulative  decrease  of  15%  from  1994  when  126,000 
Missouri  low-income  households  received  LIHEAP  assistance. 
The  void  of  public  energy  assistance  funds  resulted  in  more 
families  in  crisis  looking  to  private  sources  of  assistance. 
In  St.  Louis,  Missouri,  Dollar-Help,  Inc.  experienced  a  34% 
increase  in  requests  for  assistance  as  compared  to  the  prior 
year  through  April  16,  1995. 

In  Minnesota,  the  number  of  approved  LIHEAP  applications 
decreased  26%  compared  to  the  prior  year  because  of  a  lack  of 
funds.  Similarly,  the  average  grant  size  also  decreased.  In 
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1995,  the  average  Minnesota  heat  grant  was  $  420;  as  of  March 
15.  1996,  that  average  had  fallen  to  around  $  250. 

In  North  Carolina,  the  LIHEAP  program  was  delayed  until 
November  15,  1995  from  October  1st  because  of  funding 
uncertainty.  As  a  result,  counties  without  private 
energy  assistance  programs  had  unmet  needs.  Counties  with 
access  to  fuel  funds  found  it  difficult  to  respond  in  a 
timely  way  due  to  unprecedented  levels  of  requests  for 
assistance.  In  Charlotte,  North  Carolina,  the  Crisis 
Assistance  Ministry  had  a  34%  increase  in  the  number  of 
families  requesting  assistance  during  the  months  of  November, 
December  and  January. 

In  my  home  state  of  Michigan,  most  LIHEAP  funds  are 
allocated  to  Home  Heating  Credits,  which  are  applied  to  the 
heating  bills  of  low-income  families.  In  1995,  the  average 
grant  was  $  188.  This  year  it  was  $  110  —  a  forty  percent 
decrease.  Because  of  the  delay  and  reduction  in  LIHEAP  funds 
received  by  the  state  of  Michigan,  private  fuel  funds,  such 
as  the  one  I  administer,  became  the  only  available  source  of 
energy  assistance  more  quickly  than  in  previous  years.  Many 
privately  funded  energy  assistance  programs  found  their  funds 
exhausted  before  the  winter  moratorixim  on  utility  shut-off s 
expired  --  leaving  many  vulnerable  senior  citizens  unable  to 
find  heating  assistance  throughout  a  very  cold  spring. 

While  we  who  daily  serve  the  energy  needs  of  low- income 
households  understand  the  difficult  task  of  balancing  the 
federal  budget  that  is  now  before  Congress,  we  respectfully, 
but  urgently  request  you,  as  you  consider  funding  for  FY  97, 
to  keep  in  mind  the  important  role  that  LIHEAP  plays  as  a 
safety  net  for  millions  of  our  nation's  poor.  Your  actions 
today  will  greatly  assist  those  who  daily  struggle  to  protect 
themselves,  their  elderly  parents  and  their  children  from  the 
extremes  of  weather. 


STATEMENT  OF  THE  NATIONAL  INDIAN  EDUCATION 
ASSOCIATION 

The  N,ition.il  Indian  Education  Association  (NIEA)  is  pleased  to  submit  this  statement  on  the 
Administration  <i  r>  1*^7  Budget  proposals  which  affect  Indian  and  Alaska  Native  education. 
NIEA  commends  President  Clinton  for  a  budget  that  increases  overall  investments  in  education 
and  maintains  that  investment  over  his  seven  year  plan  to  balance  the  federal  budget. 

NII'A  will  discuss  programs  directly  related  to  American  Indian  and  Alaska  Native  education 
in  the  Department  of  Education,  the  Department  of  Health  and  Human  Services,  and  the 
Department  of  Labor. 

DEI'ARI  MEN1  OE  EDUCATION 

•  Goals  2000.  NIEA  supports  the  FY1997  request  of  $491  million,  a  S120  million  increase  from 
the  FY19P?  level.  Ihe  Bureau  of  Indian  Affairs  (BIA)  may  use  up  to  one  percent  of  the  overall 
funds  it  receives  from  its  Goals  2000  allotment  to  offer  a  grant  program  to  Bureau-funded  school 
boards  to  carr\'  out  school  reform  planning  activities,  and  to  explore  the  feasibility  of  becoming 
a  contract  or  grant  school.  These  funds  are  critical  to  the  planning  activities  of  Bureau-funded 
schools  since  their  overall  funds  are  ver\'  limited. 

•  School-to- Work  Opportunities.  NIEA  supports  the  FY1997  request  of  $200  million,  a  $77.3 
million  increase  from  the  FY1993  level.  Up  to  one-half  of  one  percent  of  funds  are  reser\'ed  for 
programs  serving  youths  in  BIA-funded  schools  and  are  an  important  source  of  the  school  s 
funding  package. 
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•  I  itle  I:  I  ducalion  for  the  Dis.idvnnlnpcd.  NIIIA  sii|ip<>rls  the  IYI9^7  rci|uosl  of  S7.2  billion, 
an  incrc.ise  of  $467  million  over  the  FY  199?  level,  for  grants  to  local  educational  agencies 
(IP  As).  One  percent  of  these  funds  are  appropriated  to  support  programs  at  187  RIA  funded 
schools.  American  Indian  students  located  on  and  near  reservations  come  from  the  poorest 
communities  in  this  country  because  reservation  lands  are  not  taxable  and  unemplovment  rates 
are  high. 

Title  I  funds  are  a  critical  source  of  funding  for  the  Bureau-funded  schools  on  reservations. 
These  funds  are  used  for  classroom  teachers  and  reading  and  math  tutors  who  are  vitally 
needed  bv  many  American  Indian  students  to  help  in  increasing  their  academic  achievement 
lc\  els.  If  Title  1  funds  were  cut,  there  is  virtually  no  other  source  of  revenue  which  could  be  used 
as  a  replacement. 

•  Comprehensive  Technical  Assistance  Centers.  Under  P.L.  103-382,  the  Improving  America's 
Schools  Act,  Congress  created  15  new  education  megacenters  or  Comprehensive  Technical 
Assistance  Centers  which  are  to  provide  assistance  to  the  Department  of  Educations  grantees, 
including  Title  IX  Indian  grantees.  Formerly  these  grantees  were  served  by  the  Indian 
Education  Technical  Assistance  Centers  (lETAC)  which  are  went  out  of  business  at  the  end  of 
March. 

NIEA  support  the  Administration's  FY1997  funding  request  of  $45  million  for  these  Centers; 
however,  we  want  to  reiterate  our  concern  that  these  15  Megacenters  look  at  the  critical  needs 
of  American  Indian  and  Alaska  Native  students  when  they  are  designing  their  delivery 
systems.  Special  efforts  need  to  be  made  to  assure  that  American  Indian  people  are  hired  to 
work  with  the  Native  populations  of  this  country.  Any  subcontracts  that  are  let  for  work  with 
Indian  people  need  to  be  awarded  with  the  concern  for  Indian  preference  in  hiring. 

A  recent  evaluation  of  the  lETAC,  done  by  Policy  Studies  Associates  of  Washington,  DC 
pointed  out,  |t|he  Department  of  Education  will  need  to  forge  a  coherent  system  among  a 
variety  of  technical  assistance  providers  including  the  comprehensive  centers,  regional 
education  labs,  Eisenhower  Math  and  Science  consortia  and  the  National  Diffusion  Network  to 
see  that  the  needs  of  Indinn  people  are  addressed." 

•  Impact  Aid.  NIEA  supports  the  position  of  the  National  Indian  Impacted  Schools 
Association  that  Congress  shall  provide  the  necessary  funding  in  FY1997  to  implement  the 
reforms  applicable  to  the  impact  aid  program  as  carried  forth  in  P.L.  103-382.  The  FY1995 
appropriation  for  Impact  Aid  was  $728  million,  the  Administration  is  requesting  $617  million 
for  FY1997.  .At  a  minimum,  the  $1 1 1  million  cut  from  the  FY1995  level  must  be  restored  to  insure 
that  the  programmatic  changes  intended  to  make  the  program  more  need  based  will  occur. 

Over  2,000  LEA's  enrolling  over  20  million  children  in  this  country's  public  schools  are  provided 
assistance  under  this  program.  Impact  Aid  provides  the  basic  program  dollars  to  insure  that 
the  educational  needs  of  federally-connected  children  are  guaranteed.  If  these  funds  are 
reduced,  most  school  districts  will  either  be  forced  to  increase  local  property  taves,  look  to  the 
states  for  additional  funding  or  make  drastic  program  cuts.  Certain  heavily-impacted  LEA's 
will  be  forced  to  turn  to  the  BIA  and  Department  of  Defense  to  serve  as  the  basic  providers  of 
educational  programs  due  to  the  inability  of  local  school  districts  to  provide  an  education  to 
children  Ihev  consider  to  be  a  federal  responsibility.  Should  this  occur,  the  final  cost  to  the 
federal  government  could  be  much  higher  than  what  is  now  allocated  under  Impact  Aid. 

•  Education  for  Homeless  Children  and  Youth.  KlIEA  supports  the  FY1997  request  of  $29 
million,  a  $189,000  increase  above  the  FY1995  level.  Of  the  funds  appropriated,  a  sum 
representing  one  percent  are  to  be  provided  to  BIA  for  Indian  students  served  by  BIA-funded 
schools. 

•  Bilingual  Education.  NIEA  supports  the  FY1997  requests  of  $156.7  million,  the  same  level 
provided  in  FY1995.  BIA-funded  schools,  Indian  tribes,  and  tribally  sanctioned  educational 
authorities  are  considered  to  be  LEA's  and  thereby  eligible  for  discretionary  grants  to 
implement  and  improve  instructional  programs  and  professional  development  designed  to  help 
limited  English  proficient  students  master  the  English  language  and  challenging  curriculum 
geared  to  high  standards. 
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•  State  Special  Education  Grants.  NIEA  supports  the  FY1997  request  of  $2.6  billion,  a  $280 
million  increase  above  the  FY1995  level.  One  percent  of  these  funds  are  distributed  to  BIA- 
funded  school  for  the  education  of  students  ages  5  -  21  with  disabilities  and  an  additional  one- 
quarter  of  one  percent  of  funds  are  distributed  to  Tribes  with  BIA-funded  schools  on  their 
reservations  for  services  to  children  ages  3  -  5. 

•  State  Special  Education  Infant  and  Families  Grants.  The  Administration  requests  $316 
million  for  FY1997,  the  same  level  appropriated  in  FY1995.  NIEA  supports  at  least  a  4  percent 
increase  in  this  program.  One  and  one-quarter  percent  of  funding  is  provided  to  tribes  who  have 
BIA-funded  schools  to  provide  for  the  coordination  of  assistance  in  the  provision  of  early 
intervention  ser\ices  to  children  ages  birth  -  2  with  disabilities  and  their  families. 

•  Vocational  Rehabilitation  State  Grants.  NIFA  supports  the  rY1997  request  of  $2.2  billion,  a 
SI  22  million  increase  above  the  FY1995  level.  One-half  of  one  percent  is  set-aside  for 
competitive  grants  to  Tribes  which  is  $12  million,  a  $1.73  million  increase  above  the  FY199? 
level.  Since  there  are  more  than  540  tribes  in  this  country,  the  $12  million  allocation  would 
only  serves  a  few  of  the  tribes  who  have  successful  applications. 

•  Vocational  Education.  The  Administration  requests  $16.76  million  in  FY1997  for  Vocational 
Education's  tribal  allocation,  a  $2  million  increase  from  the  FY1995  level.  NIEA  supports  this 
increase,  but  requests  these  funds  be  made  available  within  the  Department  of  Education  for 
direct  access  to  Indian  Tribes  and  Indian  Organizations. 

NIEA  supports  the  tribal  college  recommendations  on  the  reauthorization  of  the  Carl  D. 
Perkins  Vocational  Educational  Act  that:  the  resources  continue  for  the  Indian  vocational 
education  program  as  provided  for  under  Title  I,  Section  103  and  that  any  changes  to  this 
Section  require  tribal  consultation;  that  funding  continue  for  the  Indian  vocational  education 
program  as  provided  for  under  Title  111,  Section  385;  a  new  Tribally  Controlled  Community 
College  program  title  is  needed;  and,  a  National  Center  for  American  Indian  Vocational 
Education  Research  and  Data  Collection  should  be  established  and  funded. 

DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES 

•  ANA /Native  American  Languages  Act.  The  Administration  for  Native  Americans  (ANA)  is 
a  small  agency  in  the  Department  of  Health  and  Human  Services.  The  President's  FY1997 
request  of  $38.4  million  for  ANA  is  the  same  level  appropriated  in  FY1995.  NIEA  supports  this 
request  although  we  realize  that  much  more  funding  is  needed  for  grants  funded  by  this  agency. 
ANA  provides  critically  needed  funds  for  tribes  and  non-profit  Indian  organization  to  develop 
projects  in  economic  development,  environmental  management,  and  language  preservation. 
There  is  no  other  agency  of  the  federal  government  that  provides  the  funding  flexibility  of 
grants  such  as  those  awarded  by  ANA. 

NIEA  supports  continued  and  increased  funding  for  Native  language  grants  in  FY1997.  Last 
year,  ANA  awarded  approximately  $1.8  million  for  these  grants.  The  real  need  is  $10  million. 
The  Native  Language  Act  of  1992  authorized  a  funding  level  of  $2  million  in  FY199.3;  however, 
this  amount  has  never  been  realized.  ANA  has  taken  funds  for  Native  language  grants  from  it's 
regular  grant  program  for  social  and  economic  development. 

•  Head  Start  NIEA  supports  the  FY1997  request  of  $3.98  billion,  an  increase  of  $447  million 
over  the  FY1995  level.  We  fully  support  the  Administration's  efforts  to  enhance  and  develop 
Head  Start  programs  during  the  past  two  years.  There  are  currently  125  American 
Indian/ Alaska  Native  Head  Start  grantees  in  the  country;  however,  there  are  550  federally- 
recognized  tribes.  Last  year  there  were  no  new  expansion  efforts  in  Headstart.  We  feel  there  is 
a  real  need  to  reach  out  to  tribal  entities  that  are  not  currently  being  served  by  the  Head  Start 
Bureau.  Efforts  should  be  made  to  expand  the  program  in  Indian  country.  This  is  especially 
important  given  the  increasing  population  of  Indian  children  between  the  ages  of  0-5  years  old. 

The  1990  census  showed  that  the  American  Indian/ Alaska  Native  population  on  reser\'ations  is 
considerably  younger  due  to  high  fertility  rates.  The  medium  age  of  the  American  Indian 
population  on  all  reservations  and  trust  lands  was  22  years,  considerably  younger  than  the 
median  age  of  26  years  for  the  total  American  Indian  population  and  the  U.S.  median  age  of  33 
years.  The  1990  census  also  indicated  that  in  1989,  about  603,000  or  31  percent  of  American 
Indians  were  living  below  the  poverty  level.   The  national  poverty  rate  was  about  13  percent. 
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A'-  .1  consequence  of  these  conditions,  more  American  Indian  families  would  qualify  for  Head 
Start  programs. 

•  Child  Care  and  Development  Block  Grant.  NIEA  supports  the  FY1997  proposed  increase  of 
$114  million  for  the  Child  Care  and  Development  Block  Grant  (CCDBC)  for  a  total  of  $1,049 
billion.  We  again  applaud  the  Administration  s  commitment  to  providing  low  income  families 
with  access  to  child  care  services  since,  as  indicated  in  the  previous  paragraph,  the  American 
Indian  and  Alaska  Native  population  is  growing.  On  Indian  reservations  and  rural  Indian 
communities,  such  as  those  in  Alaska  and  on  the  Navajo  reservation,  there  is  a  lack  of  child 
care  facilities  and  services.  We  understand  that  there  are  213  tribal  grantees  served  by  the 
CCDBG  program. 

NIRA  supports  the  efforts  of  the  National  Indian  Child  Care  Association  in  trying  to  get 
expanded  child  care  resources  in  Indian  country  and  their  efforts  to  secure  at  least  a  3  percent  set 
aside  of  funds  to  American  Indian/ Alaska  Native  grantees.  NIEA  supports  continuation  of  the 
current  funding  mechanism  for  child  care  block  grants  which  flows  from  the  central  office,  to 
the  regions,  and  then  to  the  tribes,  by-passing  the  states. 

•  Family  Support  and  Preservation.  NIEA  supports  the  FY1997  request  of  $240  million,  a  $90 
million  increase  from  the  FY1995  level.  One  percent  of  funds  are  set-aside  for  Tribes  which 
would  equal  $2.40  million. 

•  Ryan  White.  NIEA  supports  the  FY1997  request  of  $807  million,  a  $174  million  increase  from 
the  FY1995  level.  Funding  is  used  to  improve  the  quality  and  availability  of  care  for 
mdividuals  and  families  with  HIV  and  AIDS. 

The  recent  Ryan  White  CARE  Act  Reauthorization  Bill  contains  language  that  ensures  the 
availability  of  services  for  Native  Americans  communities  as  a  Special  Program  of  National 
Significance  (SPNS)  under  a  new  Title  V,  authorizing  the  SPNS  program  to  receive  a  3  percent 
set-aside  from  each  of  the  current  four  titles  to  address  the  needs  of  special  populations.  The 
Ryan  White  CARE  Act  is  the  only  source  of  funding  for  AIDS  support  services  for  Native 
Americans  (Indian  Health  Ser\'ice  AIDS  funding  provides  for  prevention  activities  only). 

DEPARTMENT  OF  LABOR 

•  lob  Training  Partnership  Act.  The  Administration's  request  of  $50  million  is  a  decrease  of 
$14.1  million  from  Program  Year  1995  for  the  Job  Training  Partnership  Act  (JTPA)  Section  401 
Native  Americans  program.  The  program  is  designed  to  improve  the  economic  well-being  of 
Native  Americans  through  the  provision  of  training,  work  experience,  and  other  employment- 
related  services  and  opportunities  that  are  intended  to  aid  the  participants  to  secure 
permanent,  unsubsidized  jobs.  This  program  is  critical  to  both  reservation  and  urban  grantees 
who  are  largely  unskilled,  poorly  educated,  and  living  in  poverty;  therefore,  we  request  the 
Subcommittee  to  support  funding  of  this  important  program  at  it's  FY1995  level. 

•  Summer  Youth  Employment.  NIEA  supports  the  FY1997  request  of  $871  million  for  the 
Summer  Youth  Employment  Program,  an  increase  of  $236  million  from  the  FY19%  level.  The 
Indian  set-aside  in  FY1997  would  be  approximately  $15.8  million.  On  most  Indian  reservations, 
this  program  provides  the  only  source  for  employing  Indian  youths  who  already  face  many 
social  problems  such  as  drug  and  alcohol  abuse,  high  unemployment,  high  suicide  rates,  and  a 
general  lack  of  extra-curricular  activities  and  facilities. 

in  summary,  we  want  to  thank  you  for  your  continual  attention  to  the  concerns  of  NIEA.  Based 
on  the  federal  government's  trust  responsibility  -  both  legally  and  morally  -  to  provide 
educational  services  to  American  Indians  and  Alaska  Natives,  we  ask  for  your  support  in 
maintaining  or  increasing  the  proposed  level  of  funding  for  the  Indian  education-related 
programs  outlined  in  this  testimony. 


STATEMENT  OF  ROBERT  M.  TOBIAS,  NATIONAL  PRESIDENT, 
NATIONAL  TREASURY  EMPLOYEES  UNION 

Chairman  Specter,  Members  of  the  Subcommittee: 

My  name  is  Robert  M.  Tobias,  and  I  am  the  National  President 
of  the  National  Treasury  Employees  Union  (NTEU) .  Thank  you  for  the 
opportunity  to  present  NTEU's  views  concerning  the  Fiscal  Year  (FY) 
1997  funding  for  the  U.S.  Department  of  Health  and  Human  Services 
(HHS) ,  and  the  Social  Security  Administration  (SSA) ;  and  for  the 
opportunity  to  share  NTEU's  critical  concerns  regarding  the  FY  '96 
appropriations  for  both  HHS  and  SSA. 

The  National  Treasury  Employees  Union  (NTEU)  represents  over 
150,000  federal  workers,  including  employees  in  HHS'  Office  of  the 
Secretary,  the  Administration  on  Aging,  the  Administration  for 
Children  and  Families,  the  Health  Care  Financing  Administration, 
the  Food  and  Drug  Administration,  the  Health  Resources  and  Services 
Administration,  and  other  HHS  divisions  including  the  Department's 
10  regional  offices.  NTEU  also  represents  the  attorney-advisors  at 
SSA's  Office  of  Hearings  and  Appeals. 

Fiscal  Year  1996  Appropriations  for  HHS  &  SSA; 

As  you  know,  FY  '96  funding  for  both  HHS  and  SSA  had  not  been 
finalized  for  more  than  seven  months  of  the  1996  fiscal  year, 
forcing  the  Departments  to  continue  operations  under  drastically 
reduced  funding  levels  prescribed  by  the  numerous  enacted  short- 
term  continuing  resolutions. 

Since  the  fiscal  year  began  last  October,  thousands  of  federal 
employees,  including  those  at  HHS  and  SSA  were  twice  locked  out 
from  their  jobs.  With  the  first  furlough  lasting  five  days,  and 
the  second  lasting  an  unprecedented  21  days,  these  furloughs 
affected  three-quarters  of  a  million  federal  workers,  caused  great 
anguish  for  those  who  rely  on  government  services,  and  wasted  $1.5 
billion  in  taxpayer  monies.  Not  only  were  these  furloughs 
demoralizing  to  a  workforce  that  looks  out  for  the  well  being  of 
our  veterans,  our  senior  citizens  and  our  children;  they  also 
demonstrated  a  gross  lack  of  respect  for  federal  employees  and  were 
a  deadly  blow  to  the  public's  declining  confidence  in  its 
government . 

Thousands  of  federal  employees  were  forced  to  work  with  no 
guarantee  of  when  they  might  receive  their  pay  checks,  facing 
financial  hardships  as  rent,  car  payments  and  child  care  expenses 
came  due.  Over  350,000  federal  employees,  including  many  at  HHS 
and  SSA,  earn  less  than  $25,000  per  year.  With  more  than  half  the 
1996  fiscal  year  already  over,  the  threat  of  another  partial 
government  shutdown  and  the  uncertainty  of  numerous  stop-gap 
funding  measures  continued  to  create  extreme  anxiety  for  these  hard 
working  Americans. 

The  complete  social  and  economic  impact  of  these  shutdowns  has 
yet  to  be  determined,  however  some  effects  of  the  lack  of  finalized 
FY  '96  Appropriations  at  HHS  were  clear.  HHS  reportedly  lost  3.5 
million  hours  of  work  because  of  the  shutdowns,  and  the  employees 
at  both  HHS  and  SSA  are  working  hard  to  reduce  the  backlogs  and 
struggling  to  make  up  for  lost  time.  The  uncertainty  of  operating 
under  13  continuing  resolutions  since  the  beginning  of  the  fiscal 
year  created  additional  burdens  not  only  for  the  state,  local,  and 
nonprofit  agencies  dependent  on  HHS  and  SSA  funding,  but  also  for 
the  citizens  who  rely  on  the  services  provided,  and  for  the 
employees  themselves. 

The  uncertainty  of  a  finalized  FY  '96  appropriations  forced 
the  agencies  to  suspend  critical  planning  decisions  and  actions. 
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tliereby  hampering  LheLi  ability  to  provide  the  appropriate 
oversight  needed  to  ensure  that  several  critical  programs  operate 
in  a  fiscally  efficient  manner.  At  several  HHS  agencies  where 
employees  are  required  to  travel  in  order  to  ensure  the  appropriate 
federal  oversight,  and  to  interact  with  program  participants 
providing  on  site  technical  and  other  assistance,  employees  have 
been  desk  bound  for  much  of  the  fiscal  year.  Employees  were  forced 
counterproductively  to  "tread  water"  while  waiting  for  their  budget 
to  be  passed,  all  the  while  fearing  that  critical  programs  are 
about  to  be  sunk.  HHS  and  SSA  employees  have  faced  restrictions  on 
travel  and  off-site'  meetings,  limited  office  supplies,  and  a 
further  demoralizing  blow  of  suspended  performance  bonuses,  among 
others.  At  HHS  Headquarters  here  in  Washington,  D.C.,  employees 
faced  cutbacks  on  employee  parking  and  the  closing  of  a  physical 
fitness  center  once  available  for  their  use.  Even  partnership 
initiatives  between  labor  and  management  came  to  a  stand-still. 

Despite  outstanding  efforts  on  the  part  of  many  committed 
employees,  the  reward,  as  a  consequence  of  the  budget  stalemate, 
has  thus  far  been  a  slap  in  the  face  by  the  denial  of,  not  simply 
a  reduction  of,  deserved  performance  awards.  The  opportunity  does 
exist  for  these  federal  employees  to  transform  the  federal 
workplace  into  one  where  employees  want  to  give  their  discretionary 
energy  because  they  are  excited,  challenged  and  empowered  by  their 
work.  The  demoralizing  impact  of  uncertain  appropriations,  the 
fear  of  further  furloughs,  combined  with  the  outright  denial  of 
performance  awards,  did  little  to  encourage  and  motivate  HHS's  and 
SSA's  employees. 

Fiscal  Year  1997  Appropriations  for  HHS; 

The  Administration's  Fiscal  Year  1997  budget  request  for  HHS 
totals  $354  billion  in  outlays.  The  discretionary  portion  of  the 
HHS  budget  totals  approximately  $34  billion  in  budget  authority,  an 
increase  of  5  percent  over  the  FY  1996  level. 

With  a  few  minor  exceptions,  NTEU  generally  supports  the 
Administration's  budget  request  for  HHS.  The  budget  request 
attests  to  the  wide  impact  the  programs  administered  by  HHS  have  on 
the  nation,  and  some  very  difficult  choices  have  been  made.  In 
order  for  HHS  to  continue  to  improve  services  to  its  customers 
today  and  in  the  future,  it  is  critical  that  adequate  funding  is 
provided  to  allow  the  dedicated  federal  workforce  to  increase 
efficiencies,  invest  in  new  technologies,  protect  against  waste, 
fraud  and  abuse,  and  advance  the  agenda  to  improve  the  nation's 
health  and  welfare. 

NTEU  is  particularly  concerned  about  the  decrease  in  the 
administrative  funds  requested  for  HHS's  Administration  for 
Children  and  Families  (ACF) ,  and  the  Administration  on  Aging  (AOA) . 
I  am  concerned  that  these  and  other  reductions  will  prevent  these 
agencies  from  accomplishing  their  program  missions  in  the  upcoming 
year.  With  increasingly  tight  federal  budget  constraints,  it 
becomes  more  and  more  imperative  that  every  federal  dollar  be  spent 
for  the  purpose  it  has  been  intended."  A  well  trained  and  effective 
federal  work  force  is  key  to  this  goal. 

Regarding  the  Administration's  request  for  ACF,  NTEU  strongly 
recommends  that  the  Subcommittee  go  beyond  the  budget  request  in 
order  to  ensure  sufficient  funding  for  ACF  employees  to 
successfully  do  their  jobs.  The  budget  request  for  ACF  calls  for 
$160  million  for  ACF  Federal  administration,  representing  an 
increase  of  approximately  $10  million  above  the  enacted  FY  '96 
appropriation,  and  a  decrease  of  approximately  $2  million  below  the 
FY  '95  funding  level.  Mr.  Chairman,  I  urge  you  and  the  Members  of 
the  Subcommittee  to  restore  funding  for  critical  ACF  functions  at 
a  minimum  to  the  enacted  FY  '95  level,  in  order  to  ensure  adequate 


FTE  and  administrative  resources  necessary  for  ACF  to  fulfill  its 
mission. 

NTEU  has  a  similar  recommendation  regarding  FY  '97  funding  for 
HHS's  Administration  on  Aging  (AOA) .  The  Administration  has 
requested  approximately  $16  million  for  federal  administration  of 
aging  services  programs,  approximately  the  same  as  the  FY  '95 
appropriation,  and  representing  an  increase  of  approximately  $1 
million  more  than  the  enacted  1996  appropriation.  Mr.  Chairman, 
adequate  funding  for  AOA  program  administration  is  essential  to 
ensuring  adequate  FTE  and  administrative  resources  for  the  agency 
to  effectively  and  efficiently  fulfill  its  federal  role. 

NTEU  supports  the  President's  request  for  the  Health  Care 
Financing  Administration  (HCFA) ,  and  the  Health  Resources  and 
Services  Administration  (HRSA) .  These  funding  requests  support 
HHS's  commitment  to  ensuring  quality  health  care  to  millions  of 
Americans.  NTEU  strongly  urges  the  Subcommittee  to  adopt  the 
Administration's  FY  '97  budget  recommendations  for  these  programs. 

NTEU  also  supports  the  budget  request  for  HHS's  Office  for 
Civil  Rights  (OCR) ,  and  urges  that  the  Subcommittee  adopt  the 
recommendation  of  $21,790  million  for  OCR,  roughly  the  same  as  the 
FY  '95  funding  level,  and  an  increase  of  approximately  $2  million 
more  than  the  enacted  FY  '96  appropriation.  OCR's  mission  is  to 
ensure  that  recipients  of  federal  funding  through  HHS  do  not 
discriminate  against  program  beneficiaries.  As  the  civil  rights 
enforcement  arm  of  the  largest  civilian  department,  OCR  has  an 
enormous  responsibility  in  assuring  nondiscriminatory  access  to 
health  and  social  services  for  all  Americans.  Yet,  recently 
enacted  appropriations  and  past  Administration  funding  requests 
have  failed  to  recognize  its  importance  or  even  keep  pace  with  its 
workload  and  staffing  requirements. 

The  Office  of  Civil  Rights  has  been  steadily  downsized.  In 
Fiscal  Year  1993,  it  was  announced  that  all  new  and  replacement 
hiring  had  been  suspended,  career  promotions  and  performance  awards 
were  eliminated  and  the  threat  of  furloughs  hung  like  weights  over 
employees'  heads.  Much  of  this  has  carried  through  to  the  present 
fiscal  year  and  serious  concerns  remain  for  this  small  yet  vitally 
important  agency.  Continuing  budget  shortfalls  have  resulted  in 
further  threats  of  hiring  and  promotion  freezes,  as  well  as  efforts 
to  move  staff  to  other  divisions  to  avoid  devastating  furloughs  and 
reductions  in  force.  \ 

The  experiences  of  OCR  are  particularly  relevant  as  the 
Department  undertakes  yet  another  effort  to  downsize  its  work 
force.  It  is  of  great  concern  to  this  Union  that  the  problems 
experienced  in  OCR  not  be  magnified  and  spread  to  other  HHS 
divisions,  and  I  urge  the  Subcommittee  to  approve  at  a  minimum,  the 
Administration's  FY  '97  request  for  OCR. 

Fiscal  Year  1997  Appropriationa  for  SSA; 

The  President's  budget  request  for  SSA  includes  a  limitation 
on  administrative  expenses  of  $6,072  billion,  which  includes  $300 
million  for  investment  in  the  agency's  state-of-the-art  computing 
network.  NTEU  supports  the  Administration's  FY  '97  request  for 
SSA,  which  also  provides  critically  needed  funding  for 
administrative  expenses  associated  solely  with  the  disability 
determination  program;  and  funding  needed  for  administrative 
expenses  to  implement  reforms  of  the  SSI  program. 

Over  the  last  decade,  SSA's  workforce  declined  by  22%  while 
its  key  workloads  have  continued  to  escalate.  The  recognition  that 
SSA  requires  additional  staff  to  accomplish  its  mission  is  long 
overdue.  The  Administration's  request  to  add  an  additional  $300 
million  for  SSA  to  continue  its  five-year  investment  in  automation 
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should  be  maintained'.    The  Administration's  FY  '97  requested 
increase  for  disability  investment  funding  is  also  greatly  needed. 

In  recent  years,  the  Social  Security  Administration  has 
experienced  two  major  problems  in  its  disability  program  --  a 
substantial  backlog  of  disability  cases  at  the  hearings  level,  and 
the  lack  of  an  effective  Continuing  Disability  Review  program. 
After  a  brief  but  intensive  period  of  study,  SSA  announced  its  plan 
for  a  completely  redesigned  disability  claims  process.  This  plan, 
the  Disability  Process  Redesign  Pjlan.  calls  for  revolutionary 
changes  in  the  claims  process  and  in  SSA  organization.  The 
Redesign  Plan  envisions  a  new  decisional  methodology,  new 
disability  criteria,  substantial  organizational  changes,  and  a 
total  reliance  on  state-of-the-art  information  processing 
technology. >  Additionally,  the  Redesign  Plan  anticipates  the 
Social  Security  Administration  setting  the  standards  governing  all 
public  and  private  disability  programs.  However,  this  Plan  fails 
to  deal  with  either  of  the  major  problems  affecting  the  disability 
system,  the  backlog  and  the  lack  of  Continuing  Disability  Reviews. 
The  Redesigned  Disability  Process  is  not  a  backlog  reduction  plan 
and  admittedly  cannot  efficiently  operate  until  the  backlog  problem 
is  solved. 

Backlog  reduction  cannot  be  entirely  ignored,  and  is  being 
dealt  with  through  the  implementation  of  the  separate  and  much  more 
focused  Short  Term  Disability  Project.  The  Short  Term  Disability 
Plan  has  increased  usage  of  computer  technology  in  decision  writing 
by  current  employees  (including  Administrative  Law  Judges) ;  has 
increased  decision  writing  capacity  by  hiring  several  hundred  term 
attorneys  to  draft  Administrative  Law  Judge  decisions,  and  by 
diverting  agency  personnel  from  their  normal  duties  to  those  of 
decision  writing.  Most  importantly,  however,  it  has  created  and 
staffed  the  Senior  Attorney  position  from  its  most  experienced 
staff  attorneys  and  entrusted  them  to  review  cases  which  have  a 
high  probability  of  payment  and  award  benefits  to  those  individuals 
who  are  in  fact  disabled,  without  the  cost  and  time  necessary  for 
an  Administrative  Law  Judge  Hearing.  The  Short  Term  Disability 
Plan  provides  SSA  with  a  greater  number  of  decision  makers  without 
the  enormous  cost  of  hiring  additional  Administrative  Law  Judges. 
Original  fears  that  the  process  would  result  in  "paying  down  the 
backlog"  have  proved  groundless.  Experience  demonstrates  that  the 
payment  rate  of  these  Senior  Attorneys  is  approximately  30%,  while 
the  payment  rate  by  ALJs  of  the  cases  reviewed  and  not  paid  by  the 
Senior  Attorneys  remains  at  60%.   The  overall  payment  rate  at  OKA 


^While  the  statutory  definition  of  disability  is  purportedly  unchanged,  the 
redesigned  process  entails  establishing  new  criteria  by  which  disability  will  be 
determined  and  a  completely  new  disability  decisional  methodology.  This  has  a 
substantial  and  direct  effect  on  the  ultimate  decision  cf  whether  an  individual  is 
disabled  and  therefore  may  have  a  direct,  and  possibly  catastrophic  effect  on 
disability  program  costs.  SSA  contends  that  program  costs  will  be  unaffected  by  the 
redesign  because  the  statutory  definition  of  disability  has  not  been  changed.  This 
is  a  contention  that  should  be,  but  has  not  been,  carefully  tested  before 
implementation  of  the  redesigned  disability  system. 

The  redesigned  disability  system  is  predicated  on  the  installation  of  the 
Intelligent  Work  Station/Local  Area  Network  (IWS/LAN)  hardware  and  software 
components,  and  the  decision  support  features  of  the  Redesigned  Disability  System. 
Yet,  SSA  does  not  anticipate  installation  of  the  IWS/LAN  to  be  complete  until  Fiscal 
Year  1998.  SSA  further  admits  that  additional  technological  support  beyond  the 
IWS/LAN  is  needed. 

The  redesigned  process  would  eliminate  a  claimant's  right  to  an  administrative 
appeal  of  an  Administrative  Law  Judge's  decision,  thereby  forcing  claimants  to 
immediately  appeal  in  the  U.S.  District  Courts.  This  was  done  without  sufficient 
consultation  with  other  agencies  impacted  by  the  disability  system  or  conducting 
testing  to  determine  the  effect  both  upon  the  Federal  Court  System  and  the 
disability  process.  Not  surprisingly,  both  the  Department  of  Justice  and  the  Courts 
have  expressed  strong  opposition  to  any  change  that  will  in  fact  significantly 
increase  the  number  of  appeals  into  the  Court  system.  Both  recommended  careful 
testing  of  the  elimination  of  the  right  of  appeal  to  the  Appeals  Council. 


has  actually  declined  since  the  onset  of  the  Short  Term  Disability 
Project . 

While  the  payment  rate  has  gone  down,  productivity  has 
increased.  Prior  to  the  Short  Term  Disability  Project  the  OHS 
backlog  grew  at  about  10,000  cases  per  month.  Since  the  Short  Term 
Disability  Project  there  has  been  a  decline  in  the  rate  of  growth 
of  the  backlog,  and  in  the  last  several  months,  the  disability 
backlog  has  actually  decreased.  This  decline  has  occurred  despite 
the  fact  that  OHA  receipts  continue  at  a  record  level. 

NTEU  is  concerned  that  those  responsible  for  the 
implementation  of  the  Disability  Process  Design  are  trying  to 
rectify  the  Agency's  oversight  pertaining  to  the  disability 
backlog,  justify  the  scope  of  the  changes  contemplated  by  the 
Redesign  Plan,  and  validate  its  concepts  by  tailoring 
implementation  of  the  Redesign  Plan  to  the  task  of  backlog 
reduction.  This  can  only  be  done  through  immediate  implementation 
of  various  parts  of  the  Plan  without  the  creation  of  a  proper 
foundation  (i.e.,  the  state-of-the-art  information  processing 
systems  which  the  Redesign  Plan  emphasized  was  essential  to  the 
success  of  the  plan) .  Furthermore,  prudent,  detailed  and  extensive 
testing  of  the  innovative  aspects  of  the  Plan  is  incompatible  with 
immediate  implementation.  This  lack  of  testing  and  the  failure  to 
create  a  proper  foundation  subjects  the  entire  disability  process 
to  risks  of  even  greater  inefficiency,  greatly  increased  program 
costs,  and  failure  to  provide  the  level  of  service  to  which  the 
disabled  and  the  American  public  are  entitled. 

The  potential  consequences  of  the  premature  implementation  of 
the  Disability  Process  Redesign  Plan  are  clearly  demonstrated  by 
the  faltering  implementation  of  the  Adjudication  Officer  (AO) 
provisions  of  the  plan.  The  AO  provision  of  the  plan  was  designed 
to  facilitate  the  timely  development  of  medical  evidence  in  the 
determination  of  a  disability  claim.  Implementation  of  the 
Adjudication  Officer  program  began  in  October  1995  despite  the  fact 
that  few,  if  any,  of  the  "essential"  enablers  were  in  place.  The 
plan  was  to  conduct  "tests"  for  a  brief  period  of  time  and  then 
quickly  roll  into  general  expansion  of  the  project.  That 
expansion,  which  was  originally  to  begin  in  March  1996,  was 
estimated  to  consist  of  the  addition  of  10  AO  sites  a  month  until 
over  200  were  in  place.  SSA  has  constantly  downplayed  the 
necessity  of  testing  this  radically  new  process,  and  made  it  quite 
clear  that  the  purpose  of  the  testing  was  not  to  establish  the 
viability  of  the  Adjudication  Officer  process,  but  to  determine  the 
best  way  to  implement  it.  When  Commissioner  Chater  adopted  the 
Disability  Process  Redesign  Plan,  which  included  the  Adjudication 
Officer  process,  the  issue  of  whether  the  Adjudication  Officer 
process  was  viable  was  decided  by  SSA's  decision  to  implement  the 
Plan.  Fortunately,  the  Office  of  Management  and  Budget  was  not  as 
optimistic  about  the  predetermined  success  of  the  Adjudication 
Officer  process  and  demanded  a  more  extensive  testing  process  than 
SSA  had  desired. 

Not  surprisingly,  implementation  has  not  gone  well.  There 
were  the  inevitable  "start-up  problems".  Inevitable  at  least  when 
less  than  six  weeks  were  allotted  to  find,  secure,  design,  and 
furnish  office  sites.  Inevitable  when  one  cannot  supply  adequate 
system  support,  or  for  that  matter,  adequate  telephone  support 
(which  is  the  case  in  the  least  one  site.)  Inevitable  when  one 
selects  participants  who  lack  the  requisite  education  and  skills  to 
perform  the  tasks  demanded,  and  then  fails  to  provide  adequate 
training.  Inevitable  when  the  computer  system,  the  new  decisional 
methodology,  the  new  disability  criteria,  and  the  entire  initial 
determination  process  envisioned  in  the  Redesign  are  not  yet  in 
place.  Inevitable  when  the  task  set  (backlog  reduction)  was 
admittedly  outside  the  capabilities  of  the  Redesign  even  in  its 
conceptual  stage. 
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SSA  has  lavished  fiscal  and  human  resources  on  the  Disability 
Process  Redesign  for  nearly  two  years  with  virtually  nothing  to 
show  for  it.  Not  surprisingly,  SSA  has  published  no  statistics  for 
public  consumption  regarding  the  productivity  of  the  Redesign. 
According  to  SSA,  it  is  too  early  in  the  project  to  have  meaningful 
results.  The  lack  of  statistics  is  remarkable  for  an  agency  such 
as  SSA  which  began  publishing  productivity  statistics  for  the  Short 
Term  Disability  Project  even  before  it  was  implemented.  Currently, 
plans  to  roll  out  the  200+  AO  sites  have  been  delayed  indefinitely. 
However,  SSA,  undaunted,  is  rushing  headlong  into  the 
implementation  of  the  Single  Decision  Maker  position  which  will 
deal  with  the  far  more  numerous  initial  determinations.  None  of 
the  enablers  are  in  place  for  this  portion  of  the  plan. 

The  Short  Term  Disability  Project  is  a  "little  program" 
without  the  pretensions  of  the  "radical"  redesign  of  the  Disability 
Process  Redesign  and  without  the  huge  overhead  and  expenditures  of 
Disability  Process  Redesign.  Despite  the  fierce  opposition  by  some 
SSA  employees  who  put  "turf"  in  front  of  service  to  the  public,  the 
Short  Term  Disability  Project  has  contributed  and  is  contributing 
to  a  significant  turnaround  in  case  processing  at  SSA  in  spite  of 
the  huge  drain  of  Agency  resources  by  the  Disability  Process 
Redesign.  The  Agency  would  better  serve  the  taxpayers  and  the 
public  by  redirecting  its  resources  from  the  premature 
implementation  of  the  Disability  Process  Redesign  to  the  Short  Term 
Disability  Program  which  is,  after  all,  specifically  designed  to 
eliminate  the  case  backlog.  The  Disability  Process  Redesign  was 
not  designed  to  eliminate  the  backlog,  it  was  only  designed  to 
operate  if  there  was  no  backlog! 

NTEU  recommends  that  the  Short  Term  Disability  Project  be 
continued  until  it  successfully  accomplishes  its  goal  or  is 
replaced  by  an  alternative  and  equally  effective  plan.  SSA  should 
recognize  the  propriety  of  the  adjudicatory  process  at  the 
appellate  level,  and  should  facilitate  that  process  rather  than 
abolish  it. 

SSA  should  be  instructed  to  build  on  its  successes  by 
expanding  the  role  of  the  Senior  Attorney  to  include  the  authority 
to  review  and  decide  continuing  disability  review  cases  (CDRs) . 
This  significant  workload  has  not  been  appropriately  dealt  with  by 
SSA  for  years,  and  the  Disability  Process  Redesign  plan  has  not 
been  designed  to  deal  with  the  problem  of  CDRs  either. 

•  NTEU  urges  the  Subcommittee  to  support  SSA' s  Short  Term 
Disability  Project  as  the  prudent,  proven  and  effective 
method  for  solving  the  disability  backlog  crisis. 

•  NTEU  urges  that  SSA  be  instructed  to  independently  re- 
evaluate the  viability  and  focus  of  its'  Disability 
Process  Redesign  Plan,  and  not  proceed  with  that  plan 
until  all  of  the  necessary  enablers  (including  the 
technological  changes)  are  in  place.  At  that  point,  it 
should  be  conducted  in  a  prudent,  well  considered,  manner 
with  valid  testing  procedures  to  ensure  the  viability  of 
each  part  of  the  plan. 

•  NTEU  urges  this  Subcommittee  to  direct  SSA  to  build  on 
its  successes  in  the  Short  Term  Disability  Plan  by 
expanding  the  role  of  the  Senior  Attorney  to  include  the 
authority  to  review  and  decide  continuing  disability 
review  cases. 

Conclusion; 

At  HHS,  administrative  costs  account  for  less  than  2.5%  of  the 
department's  total  outlays.  While  I  recognize  the  difficulty  posed 
by  the  drastic  8%  decrease  in  the  Subcommittee's  602b  allocation 


for  FY  '96,  I  encourage  the  Subcommittee  to  take  this  important 
fact  into  consideration.  Further  downsizing  at  HHS  and  SSA  is  not 
necessary,  and  I  urge  this  Committee  to  carefully  consider  the 
impact  of  further  FTE  reductions  on  the  department's  ability  to 
effectively  fulfill  its  federally  mandated  mission.  If  additional 
FTE  reductions  are  considered,  I  urge  Congress  to  re- implement 
employee  buyouts  as  a  important  tool  to  achieving  any  FTE  reduction 
goals. 

NTEU  urges  the  Subcommittee  to  support  SSA's  Short  Term 
Disability  Project  as  the  prudent,  proven  and  effective  method  for 
solving  the  disability  backlog  crisis.  NTEU  further  urges  that  SSA 
be  instructed  to  independently  re-evaluate  the  viability  and  focus 
of  its  Disability  Process  Redesign  Plan,  and  not  proceed  with  that 
plan  until  all  of  the  necessary  enablers  (including  the 
technological  changes)  are  in  place  --  and  then,  only  in  a  prudent, 
well  considered,  manner  with  valid  testing  procedures  to  ensure  the 
viability  of  each  part  of  the  plan.  Finally,  NTEU  urges  this 
Subcommittee  to  direct  SSA  to  build  on  its  success  in  the  Short 
Term  Disability  Plan  by  expanding  the  role  of  the  Senior  Attorney 
to  include  the  authority  to  review  and  decide  continuing  disability 
review  cases. 

As  a  result  of  significant  staff  reductions  and  insufficient 
appropriations  in  recent  years,  HHS  and  SSA  employees  have 
consistently  been  asked  to  accomplish  more  with  less,  and  have  been 
asked  to  give  more  and  receive  less  in  return.  Federal  employees 
have  arguably  given  more  toward  deficit  reduction  efforts  than  any 
other  single  group  in  the  past  decade,  and  I  strongly  believe  that 
it  is  important  that  any  reorganization  effort  result  in  increased 
efficiency  and  effectiveness  in  serving  the  public  rather  than 
merely  moving  the  boxes  around. 

The  bombing  of  the  Oklahoma  City  Federal  Building  one  year  ago 
showed  federal  employees  for  what  they  are  --  real  human  beings  who 
work  hard  at  their  jobs,  have  children  in  day  care,  and  homes  to 
maintain  and  bills  to  pay  like  other  Americans.  Yet,  less  than  a 
year  after  this  unspeakable  tragedy,  federal  workers  were  twice 
furloughed,  made  to  work  without  pay  and  treated  as  little  more 
than  nameless,  faceless  bureaucrats  undeserving  of  common  decency 
and  respect.  In  the  interest  of  fiscal  soundness,  NTEU  urges  the 
committee  to  provide  adequate  FY  '  97  appropriations  for  both  HHS 
and  SSA  so  as  to  allow  the  federal  employees  at  these  agencies  to 
successfully  do  their  jobs. 

Mr.  Chairman,  as  deliberations  continue  on  the  Agencies'  FY 
'97  budgets,  I  urge  you  to  make  the  important  investments  I've 
discussed  where  the  return  far  exceeds  the  costs.  I  strongly  urge 
the  Subcommittee  to  keep  NTEU' s  comments  in  mind  as  we  share  what, 
I  believe,  is  a  mutual  desire  to  increase  the  productivity  of  the 
federal  workforce .  NTEU  asks  you  to  approve  adequate  funding  for 
these  critical  HHS  and  SSA  concerns  that  represent  a  wise 
investment  in  the  future  health  and  well  being  of  the  United 
States. 

NTEU  and  its  members  remain  eager  to  work  with  the  Congress  to 
fashion  a  federal  government  that  best  serves  the  American 
taxpayers  and  service  beneficiaries.  Again,  I  thank  the 
Subcommittee  for  the  opportunity  to  share  our  views  on  the 
important  issues  facing  the  Social  Security  Administration  and 
Department  of  Health  and  Human  Services,  and  I  look  forward  to 
working  with  you  as  the  Congress  addresses  difficult  choices 
relating  to  the  FY  '97  appropriations. 
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STATEMENT  OF  MARY  LOUISE  SCHWEIKERT,  NATIONAL 
ASSOCIATION  OF  FOSTER  GRANDPARENT  PROGRAM  DIRECTORS 

S\r.  Cli.iinn.in  .iixl  Mi-mk-rs  of  llio  .-^ulvommilKv: 

VTi-  ropri-pi-iil  llic  (lirivlcrs  .niid  Kk-.iI  spniisurp  of  programs  wliioli  prm-ido  llic  opporliinily  for  m-.irly 
oiu-  li.ill  inilliiMi  »MiuT  AiiioriiMns  lo  stTW  llic-ir  luignliors  ami  ('(>iiinuiiiilii'S.  VTe  rv  dilKiiig  .imnil  llii- 
projjr.ims  of  llu-  N'.ilitnial  Sc'nii>r  Service  Ci>rps:  llic  Fc>slcr  Grtiiiapnrciil  Program,  llic  Senior 
Coiupatnoii  Pro^raju,  and  llic  Rclirixl  ami  Senior  X'oluiilcer  Program,  wliicli  are  aiilliori/.cd  ny  tlic 
Donicslic  X'oliinUvr  SiTvice  Acl  and  adniinisUTed  liy  llic  Corjioralitm  f«>r  Nalional  and  Coninninily 


VTc  ask-  llial  llu-  pnlvoniniillcc  approve  a  fiscal  year  199/  funding  le\Tl  of  S144-.y64  million  for  llic 
three  jiri'granip  in  llie  aggregale:  SV^.812  million  ft>r  llic  Foster  Grandparent  Program  (FGP), 
?34.^44  million  for  llie  Senior  Companion  Program  (SCP),  and  ^3V.708  million  for  llic  Retired 
and  Senior  X'oluntwr  Program  (RS\T).  Tlicsc  funds,  rqircscnling  a  nuxlcsl  increase  over  FY  1995 
funding  lex-els,  would  enaMc  llicsc  programs  to  conlinuc  lo  prtrvidc  necessary  services  for  families  and 
coiiimunilics  while  al  llic  same  lime  enricliing  llie  lives  <if  llic  country's  faslcsl  growing  natural 
resource:  its  seniors. 

VTliile  nv  cnlluisiaslically  supi>orl  tlie  aknr  funding  levels  for  FGP,  SCP,  and  RS\'P,  we  encourage 
llu-  piilH-oniniillee  lo  oonpider  an  allocalion  of  llii-sc  funds  in  liscal  year  199V  which  differs  from  lli.il 
propi>scil  ny  tlic  CoquTa I ii">n  for  Nalional  and  Ciniimunily  Service  in  ils  foniial  Budget  Juslificalion. 
Ralncr  llian  funding  niispccifii-d  special  initiatives,  as  llie  Coqioralion  proposes,  wc  nclicve  llial  the 
l,/25()  Nati<'nal  Senior  Service  Coqis  programs  nationwide  and  our  500, OCO  voluiilcers  woiJd  l>c 
Nest -served  ny  allivaling  llic  funds  requcslcd  in  llic  manner  set  forln  nclow: 

♦  first,  in  accordance  with  tlic  Donirelic  X'olunlccr  Service  Act  (D\'SA),  one-lliird  of  llie 
increase  ia-ct  1996  levels  would  ne  used  lo  fund  Programs  of  Nalional  Significance  grants, 
wliicli  allow  existing  Foster  Grandparent,  Senior  Companion,  and  RSVP  pri>grani8  lo 
expand  llic  muiilvr  <if  xt'Iiuilccrs  scning  in  areas  of  critical  need  as  idenlified  ny  Congress  in 
tlic  DX'SA. 

♦  second,  existing  Foster  Grandparent,  Senior  Companion,  and  RS\'P  programs  would  be 
sustaint-<l  al  FY  1  995  levels. 

♦  tliird.  existing  FGP,  SCP,  and  RS\'P  programs  would  receive  an  increase  of  al  least  2%  for 
suppi'rl  costs  in  order  lo  maintain  current  service  U-vcls. 

♦  fourth,  any  remaining  funds  would  he  usetl  lo  Kcgiii  new  Foster  Grandparenl,  Senior 
Companion,  or  RS\^P  programs  in  ge<igrapliic  areas  currenlly  unserved. 

VTc  lielicw  tliis  four-point  funding  alliK-alion  plan  maximizes  tlic  number  of  additional  volunteers 
and  volunteer  service  liouis  wliicli  can  lie  generated  for  eacli  federal  dollar  invested,  supjxirls  existing 
pn>granis  in  mainlaining  tlieir  \olvuitcer  efforts,  and  allows  Im  expansitm  of  volunteer  efforts  in  areas 
of  liiglicst  cmiinuuiily  ncvxl  and  in  an-as  currently  unservixl  hy  FGP,  SCP,  and  RS\'P.  Vc  ask  llial 
language  In-  included  in  llie  commiltce  report  accompanying  llic  FY  199V  funding  measure  wliicli 
supports  and  specifics  tlic  alun-c  alliKalion  priorities  for  funds  requested  for  FY  199V  and  directs 
llie  Coq->oralioii  for  National  and  Communily  Service  to  disburse  funds  for  FY  199V  in  this 


Senior  Voluiilccr  Proisframs  Arc  Cost-liffcctivc 

Villi  federal  resources  under  increasing  pri-ssurc  ao  Congress  moves  toward  a  halancitl  Inulget  over 
llie  next  sevxTal  jvars,  it  is  critical  llial  wi-  act  smart  with  lax  dollars    -  drawing  the  Ih>sI  return  on  our 
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iiivosliiuiils  in  l\-<.lor.il  pnigr.iiiis.  FGF',  t?CP,  nnJ  KS\'P  rcprwonl  llio  k-sl  in  llie  Federal 
p.iriniTslii|i  T\illi  KhmI  ciminiunilii-s,  Tvilli  UxIit.iI  tloll.irs  flowing  din-ctly  to  locnl  sponsoring  ngcncios, 
wnii-li  in  turn  clolcnuini'  now  llio  linius  nrc  iisou.  Togcllior,  Incsc  tliroc  progr.inis  li.ivo  proven 
llionisolvi-s  cosl-elteclive  nnd  ivononiic.il  in  lex'CT.nging  Feder.il  liuids  to  secure  local  resources  toward 
underwriting  a  total  of  1 15  million  hours  of  service  annually  in  connnunilies  ncri>ss  iKe  country. 
Tlic  o-iiicnce  supp<'rts  tliis  claim: 

♦  "llu-  Foster  Grandparenl  Program  FY  1W5  Inidget  of  :*67.8  million  was  matclied  witli 
331.  ?  million  in  casn  and  inkind  donations  from  slates  and  lix'al  commimitics  in  wliicli 
Foster  ^irandparcnts  viuimletT.  This  represents  a  non-fcdcral  match  oi  46%  —  well  over  tlic 
10%  l.K-al  maid,  required  l,y  law. 

♦  Tlu-  Retired  and  Senior  X'olunlcer  Program  saw  its  FY  1995  Federal  In.dgel  of  $35.7 
million  malclied  wi'li  338.8  million  in  conlrinulions  ny  states  and  local  communities, 
demonstrating  Dri>ad  support  for  R?\'P  across  the  ctninlry.  This  represents  a  non-federal 
maldi  of  109%  --  well  o%-er  the  30%  required  hy  law. 

♦  An<l,  the  Senior  Companion  Program,  with  a  Federal  appropriation  of  331.-^  million  in  FY 
1995,  was  snpplemnilixl  hy  $21 .0  million  in  cash  and  inhind  conlrihulions  from  stales  and 
Itv.d  commiuiities  in  which  Companions  volunteer.  This  repri-sents  a  mnlch  ol  67%  —  iar 
in  <-xccss  of  the  10%  match  required  hy  law. 

Together,  Fi^iP,  S^.  P,  and  RS\'P  lex'crage  S91.1  million  in  community  support  --  an  impressive 
$.68  lor  rvvTy  lederal  dollar  invested.  Ohviously,  howe\'er,  the  work  of  senfor  volunteers  and  their 
sponsorship  through  the  programs  ol  the  National  Senior  Service  Cordis  means  nivich  more  than 
money.    The  programs  are  a  lifeline  to  comnuuiities  and  Americans  of  all  ages. 

liGP 

In  1995,  .^3,100  Fiister  C'randparenl  vohmtcers  contrihuled  22  million  hours  of  service  through 
7,700  lival  agencies,  working  with  children  and  teenagers  who  have  special  needs  as  well  as  their 
families.  At  $12. 13  jht  hour  —  the  average  value  of  t>ne  hour  of  volunteer  service  as  determined  hy 
Inde[X-ndent  Si-clor  —  the  value  of  this  service  is  $267  million,  and  represents  a  4-fold  return  on  the 
lederal  dollars  invested  in  FGP.  Every  year,  80,000  children,  teenagers,  and  their  families  are 
sup]ioricd  hy  the  scnHci-s  of  FostiT  Grandparents  through  3('0  programs  sponsored  and  managed  hy 
local  non-profit  agencies  in  all  50  elatt-s,  the  District  of  Colmnhia,  Pvierlo  Rico,  and  the  Virgin 
Islands.  CKer  14,000  Foster  Grandparents  serve  39,200  children  in  settings  connected  to  the 
health  care  system.  Fosti-r  Grandparents  help  ytiung  pi-oplc  achieve  personal  independence  and  self- 
eonlidence  s<i  that  they  can  leani  to  crvcrcome  their  ]irohlem6  and  hec<imc  pnxluclivc  memhers  of 
society.  They  also  help  fractured  families  to  heal  and  hecoine  wlu>le  again.  The  annual  federal  ct>st 
for  one  F'osler  Grandparent  serving  20  hours  per  week  is  $3,600  —  less  than  $4.00  per  hour. 

The  human  story  of  the  Foster  Grandparent  Program  is  ahout  Pcnnsylvanian  s  like  Ryan  and  his 
F<isliT  Grandnuither  Ann  Creevy.  If  it  hadn't  Ixvn  for  F<'>ster  Grandparent  Ann  Creevy,  young  Ryan 
might  still  Ix-  a  statistic  in  a  class  lor  special  needs  children.  It  was  Grandma  Ann  who  first  saw  the 
cigarette  Inirns  on  Ryan  s  anns  and  immediately  t<H>k  action  when  she  recogniTied  these  signs  of 
ainise.  During  the  course  of  wiirking  with  Ryan,  it  was  Grandma  Ann  wln>  identified  Ryan  s  hearing 
loss  as  the  reas(>n  for  his  inahilily  to  learn.  Sex'cral  years  later  Ryan  is  a  lliriving  12  year-old  living 
im  his  new  adopliw  home,  earning  excellent  grades  in  a  rcgiuar  classrixim.  Grandma  Ann  serves  with 
the  Union/Snyder  Foster  Grandparent  Program  in  Central  Pennsylvania.  AARP,  in  cooperation 
with  Centrum  Silver,  awarded  her  a  1995  Legacy  Award  in  recognition  ol  her  efforts  on  hehalf  of 
Ryan,  whose  life  she  saved  and  changed  foriver,  and  the  other  children  she  serves. 


RSVP 

In  \')^)5,  RS\'P  volunteers  prm-ided  81  million  hours  of  service  in  a  variety  <if  sellings  ihrotighoul 
their  communities  across  the  counlr)-.    The  value  of  this  service  is  $982  million,  and  represents  a 


^8-f<.l<l  rotnni  oi,  llic  ftxlt-ral  dollars  invi-sled  in  RS\T.  Tlic  U)l.il  ci«l  of  ficUing  cmo  RS\'P 
volimUxT  is  loss  lli.in  $1 .00  jxT  lunir  of  service.  All  tola,  -J-SSjOOO  RSN'P  volunteers  scn-e  annually 
lliroufjli  more  lli.m  63,000  jniMic  and  non-profit  coninmnity  agencies;  sixty-nine  jH-rcenl  of  llic 
voliinlixTS  an-  iait  llic  age  of  VO.  X'oliinttx-rs  serve  Inrcnigli  V5V  programs  sponson-d  and  managed 
U'  I.xmI  non-profit  agencies  in  all  50  states,  the  District  of  Columlna,  Pvierlo  Rioo,  and  Ine  \'irgin 
Islands.  Rr-\'P  voliiiilix-rs  imn-idc  services  llial  ntili/e  llieir  OTni  talents  and  interests;  lluy  pri-snil 
lliiHr  connmmitics  wiln  a  rich  array  of  options  for  addressing  llic  full  siHX'lriim  of  community  nctxls. 

In  OrcgiMi,  llic  success  of  Rc?\'P  is  slumvasetl  liy  tlie  inlergencrational  pn>gram  YFIS  (Ycnilli  and 
Kldcr  j-liariug).  Tlie  ^"E^  program  uses  l?A  R?\'P  volunt»-ers  al  more  tlian  20  scIuhiIs  to  tutor  and 
assist  students  struggling  academically.  X'olunteers  arc  nienloring  juiiii>r  and  senior  liigli  sclux)l 
studtnils,  and  tutoring  liigli  sclux"  drop-inits  wlio  are  working  to  olilain  llieir  GEDs.  In  scIuhm  year 
1994-95,  llic  v(>luntecrs  prm-idixl  4,557  lunirs  of  service  at  61  stations,  piuilic  scluxils  and  otlicr 
agt'iicii's.  Tlie  scniiiTS  also  act  as  panclisls  to  answer  sludmt  qui'stions  anout  llie  volunteers'  lives  ana 
tiiiu-s.  III  addition,  ^'E?  volunteers  are  trained  as  Court  Appointixl  Spix'ial  Advix-ates,  getting  lo 
know  at-risk  cliildren  and  making  written  recommendations  to  judges  on  lielialf  iif  tlic  children. 

SCP 

111  1*W5,  Senior  Ct>mpauion  volunteers  coiilrinuled  12  million  lunirs  ol  service  lo  llieir  Irail  oliler 
clients  --  giving  assistance  to  oilier  adults  willi  physical,  mental,  or  eniolional  impairments.  The 
value  ol  this  service  is  cnvr  S146  milliini,  and  represents  nearly  a  5-fold  relum  on  the  federal  dollars 
invested  in  ?CP.  In  one  year,  12,000  Senior  Companiiuis  serve  more  llian  37,000  clicnls, 
primarily  in  in-lu>me  sellings.  The  average  annual  cosl  of  nursing  home  care  in  the  United  Slates 
excixxis  !*30,000.  Tlic  annual  ftxleral  cosl  for  <me  Senior  Companion  serving  20  luiurs  per  week  is 
!f3,800  -  less  than  S4.00  per  hour.  SCP  volunteers  serve  through  185  prc'grains  sjxnisored  and 
nianagcxl  hy  Kval  non-profil  ageiicii-s  iji  all  50  slates,  llie  District  of  Coliunbia,  Puerto  Rico,  and  the 
N'irgiii  Islands.  Smior  Companions  help  frail  tJder  people  achieve  and  maintain  the  highest  iHissihic 
level  of  indepeiidcnl  lixing  and  avoid  institvitionaliT'.alion. 

Smior  Companions  in  Russcllville,  Arkansas  provide  assistance  lo  homebound  disahled  indi\nduals 
to  help  llmu  li\x'  iudejmidenlly.  Many  clicnls  are  scni(>r  citizens  themselves.  Senior  Companions 
serve  as  part  ol  the  home  health  care  team  liy  heljiing  clicnls  lake  their  medication,  helping  llieiii  gel 
to  divti>r's  appoinlmenls,  and  doing  simple  household  chores.  The  Advisory  Council  for  the 
Russclh-illc,  Arkansas  Senior  Companion  Project  conducted  a  survey  recently  ol  ils  pnijecl  to 
delcmiinc  the  impact  and  found  ihal  38  of  the  clients  served  hy  the  Senior  Companions  at  this 
project  would  have  to  he  instilutionaliz.cxi  in  a  nursing  home  if  they  did  not  have  the  volunteer 
sen-lei's  ol  a  Senior  Ciimpaiiioii.  The  survey  also  dctemiimxl  that  28  percent  of  the  clients  received 
12,400  hours  of  personal  care  last  year  al  a  cosl  of  $41,540  under  SCP.  The  same  hours  of 
jxTsonal  care  would  haw  cosl  $141,360  under  Medicaid.  Anoliier  signifieanl  finding  of  the  survey 
was  that  20  percent  of  the  family  niemhers  of  clients  who  responded  said  they  would  have  lo  quit 
work  lo  prin-idc  care  or  place  the  client  in  a  nursing  home  if  not  for  the  presence  of  a  Senior 
Companion. 


^c  would  Ix-  T\niiiss  wtc  wi-  not  to  touch  uixni  the  significant  set  hacks  which  have  ri-sulttxl  fnnii  ihe 
retluclion  in  hiuding  levels  included  in  the  Fiscal  Year  1996  appropriations  process.  Even  a  cur8<iry 
cxaminali.m  of  the  allachixl  6-year  federal  fimding  hislorj-  for  PGP,  SCP,  and  RS\'P  nweals  a 
hislon,'  of  ni<><li-sl  increases  when  lomparcil  with  other  programs  under  the  sulK-ommilUx' s 
jurisdiction.  In  conlrihuling  to  deficit  rixluclion,  the  human  ci>sts  incurred  hy  the  loss  of  senior 
vohinlixT  senici-s  is  difficult  lo  measure  in  dollars  and  cents;  it  is  all-lixvoften  measuretl  in  human 
misery'  and  di-spair.  rnforluiiately,  we  cannot  ilo  justice  to  the  sethack  in  quantifying  the  losses  of 
the  current  year  in  the  following  manner: 
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►  Willi  A  iiil  (if  .n-rr?  iH-nonl  from  llic  fisi-al  year  1W5  fiiiidin^  Icwl,  llic  FiisI<t  ^.tmtulp.irml 
Projjram  s.iw  llu-  (-liininnlioii  o\  iic.irly  2,("H)  FusUt  C'r.imlp.irrnl  posilions  --  llio  loss  of 
iK'.irly  1.5  inillioii  lioiirs  (if  si-rxnco  lo  coiniiiunilics  ricilionwiJc.  Tlicsi-  F<isUt  Granuparcnl 
voliiiiloors  wcmlcl  li.ivc  scr\'cil  (wcr  7,600  infaiils,  cnilJrcn,  and  yoivlli  willi  a  variety  of 
(liF.il'iililio!:  or  wli<i  wore  nmisetJ  or  iioglccled,  in  Ironnlo  tvilli  llio  law  or  olliorwise  in  need  of 
person  lo  person  services  from  a  caring  olJer  person.  This  199<>  funding  le\'el  reduced 
snpporl  for  FOP  lo  pre- 1991  le\'els.  Pimply  freezing  tliis  cut  in  place  would  continue  lo  lake 
ils  loll  in  lernis  of  lost  servnees  for  people  in  need  across  Ine  coimlry  al  a  lime  when  public 
and  private  inslilulions  are  finding  lliemselves  hard  pressed  lo  fill  llic  liill. 

►  Villi  a  cut  of  more  llian  2  percent  from  llie  fiscal  year  1995  funding  li-vel,  tlie  Retired  and 
Sniior  X'ciliuileer  Program,  saw  llie  eliminalion  <if  Ine  equivalent  of  55  projects  serving  o\'er 
4',400  IcK-al  agencies  and  organizations  in  <iver  100  counties  in  all  Slales.  Tliis  amounts 
to  llie  elimination  of  more  tlian  13,500  RS\'P  positions,  and  tlie  loss  of  28  million 
volunteer  service  liours. 

►  Tliemcxlest  cut  in  llie  Senior  Companion  Program  resulted  in  reductions  in  tlie  amount  of 
teclmical  assistance  and  inilreacli  ni-cessary  to  call  other  older  Americans  lo  service  in  support 
(i|  llieir  neigliliors  and  communities. 

Fnlianccd  investment  in  senior  volunleerism  now  will  pay  off  in  llie  snort  and  long  term  --  savings 
reali/«l  liy  llic  value  of  piTv-ice  renden-d  lo  conimiuiilies  across  America  liy  senior  vtiluntcvrs;  savings 
realized  as  additional  avenues  are  provided  for  older  Americans  lo  ne  involved  in  meaningful  service 
op[nirlunities;  and  savings  realized  as  llial  involvement  kcx-ps  older  people  liealtliy  and  independent. 
Our  goal  is  to  strengllien  llie  Foster  Grandparent  Program,  llie  Senior  Companion  Program,  and 
llie  Rcliri-d  and  Senior  N'oluiileer  Program  so  llial  llicy  can  provide  llie  (ipporlunity  for  one  millitin 
Americans  tc>  serv-e  liy  llie  turn  of  tlie  century.  Please  lielp  us  lo  lap  Ine  nation's  fastest  growing 
natural  resource  --  our  seniors  --  and  the  popidalion  of  seniors  willing  lo  serve  among  llieni,  liy 
supporting  a  total  FY  199"/  appropriation  of  $144,764  for  llie  programs  of  tlie  National  Senior 
Ser\Hce  Corps:  $72,812  million  for  llie  Foster  Grandparent  Program;  $34,244  million  for  the 
Seiiitir  Companion  Pnigram;  and  $37,708  million  Uir  tlie  Retired  and  Senior  \'olunleer  Program. 

TnaiiR  Vin\. 
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STATEMENT  OF  STEVE  ASHER,  CHAIRMAN,  NATIONAL  ENERGY 
ASSISTANCE  DIRECTORS'  ASSOCIATION  [NEADA] 

The  National  Energy  Assistance  Directors'  Association  (NEADA)  is  pleased  to  submit  this 
statement  for  the  record  to  the  Senate  Subcommittee  on  Labor,  Health  and  Human  Services  and 
Education  as  it  considers  FY  1997  appropriations  for  the  Low-Income  Home  Energy  Assistance 
Program  (LIIIEAP).  The  members  of  NEADA  would  like  to  thank  Senator  Specter  and  the 
members  of  the  Subcommittee  for  its  consistent  support  of  this  essential  program  which  provides 
heating  and  cooling  assistance  to  more  than  five  million  very  low-income  elderly,  disabled  and 
working  poor  households. 

NEADA  is  a  membership  organization  of  the  state  LIHEAP  directors.  Its  mission  is  to 
support  states  in  the  development  of  programs  and  policies  which  will  provide  quality  assistance  to 
eligible  households.  NEADA  seeks  to  accomplish  its  purpose  through  coordinating  and  cooperating 
in  the  collection  and  dissemination  of  information,  supporting  a  balanced  energy  assistance  policy, 
providing  program  administrative  advice,  analyzing  programs  and  benefits  among  public  and  private 
institutions,  and  improving  LIHEAP  program  delivery. 

Recent  cutbacks  in  federal  appropriations  for  LIHEAP  have  resulted  in  a  significant 
reduction  in  program  services.  According  to  a  recent  survey  compiled  by  NEADA,  the  reduction 
in  program  funding  resulted  in  the  elimination  of  services  to  almost  l.I  million  households  and  a 
reduction  in  the  benefit  levels  to  the  many  of  the  remaining  4.6  million  households.  Further  cuts  in 
LIHEAP  will  limit  the  effectiveness  of  the  program,  and  put  millions  of  low-income  households  at 
risk  of  hypothermia  in  the  winter  and  hyperthermia  in  the  summer  months. 

LIHEAP  plays  a  important  role  in  helping  to  leverage  funds  from  other  state  and  private 
assistance  sources.  It  is  literally  the  glue  that  holds  together  a  whole  system  of  safe  and  affordable 
energy  services  for  low-income  households.  Only  LIHEAP  can  help  to  provide  a  sufficient  cash 
grant  to  leverage  other  program  sources  to  provide  a  coordinated  response.  If  fiinding  for  LIHEAP 
is  further  reduced,  many  of  these  other  funding  sources  will  be  reduced  and  lost. 

Unlike  typical  welfare  recipients,  many  LIHEAP  clients  receive  only  one-time  assistance  to 
help  their  household  overcome  a  crisis.  Without  this  one-time  assistance,  these  households  may 
become  homeless,  go  on  welfare,  or  have  to  make  the  choice  between  food,  medication  or  energy. 
For  example,  in  Rhode  Island,  only  25  percent  of  current  program  recipients  have  received  LIHEAP 
assistance  annually  since  1990.  Likewise,  in  Colorado,  only  eight  percent  of  the  recipients  have 
received  assistance  for  more  than  five  years.  In  both  programs,  returning  households  are  primarily 
elderiy  and  disabled  living  on  fixed  incomes.  This  targeted  program  is  a  working  model  of  welfare 
reform  that  should  be  enhanced,  not  eliminated. 

The  members  of  NEADA  have  improved  program  targeting  at  the  state  level  during  the  past 
few  years,  to  not  only  focus  on  the  aged.  poor,  and  disabled,  but  also  to  serve  as  a  bridge  for  the 
working  poor  to  avoid  falling  into  poverty.  For  example,  a  number  of  states  operate  a  co-pay 
program  where  the  client  enrolls  for  a  6  to  12  month  period.  During  this  time  the  client  must  attend 
budget  counseling  sessions,  energy  conservation  training,  and  other  targeted  programs  which  will 
give  the  client  the  tools  to  become  self-sufficient.  The  client  signs  a  contract  with  the  social  service 
provider  outlining  the  client's  responsibilities.  If  the  client  breaks  the  agreement,  the  household 
becomes  ineligible  for  further  co-pay  benefits. 

LIHEAP  benefits  have  not  kept  pace  with  inflation,  and  additional  cuts  have  begun  to 
question  the  very  integrity  of  the  program.  We  are  concerned  about  statements  made  during  the 
debate  on  the  FY  1996  appropriations  that  were  used  to  justify  program  cuts.  For  example,  it  was 
suggested  that  LIHEAP  funding  might  no  longer  be  necessary  because  energy  prices  have  dropped; 
and  utilities  can  replace  LIHEAP  funds  from  their  own  sources  as  a  price  of  doing  business.  Both 
these  percgptjops  afg  sjrnpjy  untrugj 
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Energy  Prices 


Since  the  enactment  of  LIHEAP  in  1979,  as  noted  in  the  following  table,  with  the  exception 
of  home  heating  oil.  prices  for  home  energy  have  been  rising  steadily.  For  electricity,  prices  have 
increased  steadily  from  $0,046  per  kilowatt  hour  in  1979  to  $0,078  in  1980  to  $0,084  in  1995.  For 
natural  gas.  prices  have  increased  from  about  $3  per  1000  cubic  feet  in  1979  to  $5.80  in  1990  to 
$6. 1 0  in  1995.  Heating  oil  has  shown  considerable  volatility,  increasing  from  $0.70  per  gallon  in 
1979  to  $1 .06  in  1990.  and  then  declining  to  $0.87  in  1995.  During  this  year's  brutal  cold,  heating 
oil  prices  jumped  to  $0.97  per  gallon  in  January  1996. 


Residential  Energy  Prices  (in  Current  Dollars) 

Electric:  Cents 
Year          Per  Kilowatt  Hour 

Natural  Gas:  $"s  Per 
1000  Cubic  Feet 

Heating  Oil:  Cents  { 
Per  Gallon  1/ 

1979 

A^ 

3.0 

70.4 

I           1980 

""" ■"'""   "■     M 

97.4 

j            1981 

6.2 

119.4 

1           1982 

6.9 

116.0 

1            1983 

7.2 

1078 

!            1984 

7.2 

109.1 

'  -  -  198r 

7.4 

105.3 

[           1986 

7.4 

83.6 

1987 

7.4 

80.3 

L          1988 
^1989 

7.5 

81.3 

7.6 

90.0 

1990 
1991 

7.8 

106.3 

8.0 

101.9 

1992 
"        1993 

8.2 

93.4 

8.3 

5.9 

91.1 

:            1994,                              8.4 

6.4 

88.2 

i            1995 

8.4 

6.1 

87.1 

Source:    Anmial  Energy  Review.  Energy  Infonnation  Agency  (EIA). 

Prepared  by  tlie  National  A.ssociation  for  Energy  Assistance  Directors"  Association  (NEADA). 

Contact:  Marie  Wolfe.  Ex.  Director.  202-237-5199  or  JefTGenzer.  Legal  Counsel,  202-467-6370. 

The  change  in  the  LIHEAP  appropriation,  however,  has  been  far  from  uneven.  Program 
appropriations  peaked  in  1985  at  $2.1  billion  and  have  since  declined  to  its  current  level  of  $1.1 
billion  ($900  million  in  appropriations,  $180  million  in  emergency  funds).  This  represents  a  drop 
of  more  than  50  percent,  even  without  accounting  for  inflation. 

The  decline  is  LIHEAP  funding  is  even  more  severe  when  taking  into  account  the 
diminishing  availability  of  oil  overcharge  frinds.  These  funds  provided  approximately  $1  billion  in 
additional  program  assistance  during  the  period  of  1984  to  1996,  with  the  majority  of  funds  allocated 
prior  to  1990.  The  impact  of  the  decline  in  funding  is  most  evident  in  the  average  grant  level. 
Adiusted  for  inflation,  the  average  grant  for  program  recipients  has  declined  from  $256  in  1985  to 
an  estimated  $  140  during  the  current  program  year,  while  the  eligible  population  has  increased  fh)m 
abQut  23  million  to  almost  3Q  million  during  this  period, 

Utility  FMndiog 

The  belief  that  utilities  themselves  can  make  up  the  difference  is  unfounded  for  several  basic 
reasons.  First,  35  percent  of  all  recipient  households  buy  fiiel  to  heat  their  homes  from  non-utility 
vendors  by  purchasing  oil,  propane,  wood,  and  coal.  These  providers  do  not  have  monopoly  control 
of  their  territories  and  cannot  raise  prices  to  cover  the  cost  of  providing  discounted  or  free  energy 
supplies  to  their  low-income  customers. 


Second,  utility  deregulation  is  actively  underway  across  the  country.  Utilities  are  increasingly 
making  it  clear  that  deregulation  will  force  them  to  curtail  support  for  LIHEAP.  In  order  to  compete 
for  customers  they  will  only  provide  those  services  which  are  paid  for;  discount  services  and  other 
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targeted  programs  for  low-income  households  will  no  longer  be  provided.  It  should  be  noted  that 
this  move  to  deregulation  was  in  large  part  initiated  at  the  behest  of  the  Congress  through  the  Energy 
Policy  Act  of  1992  (EPAct). 

While  fuel  funds  are  an  important  asset  for  LIHEAP  recipients,  the  combination  of  Federal 
budget  cuts  and  the  expected  decline  in  corporate  assistance  simply  cannot  be  filled  by  these 
programs.  In  fact,  fuel  funds  only  provided  about  $70  million  in  FY  1994. 

There  has  also  been  a  very  significant  trend  toward  deregulation  in  the  natural  gas  utility 
sector  which  has  resulted  in  the  bypa.ss  of  local  distribution  companies  and  price  competition  for 
industrial  and  large  commercial  sales.  Where  industrial  customers  have  choices,  such  fuel-switching 
can  get  better  prices  for  so-called  interruptible  gas  for  industrial  customers,  thus  forcing  the 
remaining  captive  customers  to  pay  more.  Again,  this  hits  residential  ratepayers  hardest,  especially 
the  poor. 

As  the  Senate  begins  its  consideration  of  the  FY  1997  Labor,  Health  and  Human  Services, 
and  Education  Appropriations  bill,  we  urge  the  Subcommittee  to  provide  a  program  funding  level 
of  $1 .3  billion  for  FY  1997  and  the  same  level  of  advance  funding  for  FY  1998  in  order  to  restore 
program  services  to  the  estimated  1.1  million  low-income  elderly,  disabled  and  working  poor 
households  who  lost  program  benefits  as  a  result  of  program  cuts  enacted  in  FY  1996  and  to  restore 
benefit  levels  to  the  remaining  4.6  million  households. 

NEADA  is  pleased  to  have  had  the  opportunity  to  share  its  views  with  the  Subcommittee  and 
stands  ready  to  provide  any  additional  information  about  the  importance  of  LIHEAP  in  meeting  the 
home  heating  and  cooling  needs  of  the  nation's  low-income,  disabled  and  elderly  residents. 


STATEMENT  OF  DR.  MARC  S.  MICOZZI,  EXECUTIVE  DIRECTOR, 
COLLEGE  OF  PHYSICIANS  OF  PHILADELPHIA 

Mr  Chairman,  Members  of  the  Subcommittee,  I  want  to  thank  you  for  the  opportunity  to  testify 
today.  Several  months  ago,  I  was  appointed  Executive  Director  of  the  College  of  Physicians  of 
Philadelphia  Prior  to  this  appointment,  it  was  my  privilege  to  spend  a  decade  working  closely 
with  former  Surgeon  General  C  Everett  Koop  to  revitalize  the  National  Museum  of  Health  and 
Medicine.  Dr  Koop  and  I  deeply  appreciate  this  Subcommittee's  steadfast  support  for  that 
project  over  the  last  ten  years 

The  College  was  founded  in  1787.  One  of  our  cofounders.  Dr.  Benjamin  Rush  was  both  a  Signer 
of  the  Declaration  of  Independence  and  one  of  the  first  great  figures  in  American  medicine.  His 
colleague,  Dr  John  Morgan,  founded  the  nation's  first  medical  school  at  the  University  of 
Pennsylvania.  Today,  our  elected  membership  consists  of  approximately  2,000  of  the  most 
distinguished  physicians  in  Pennsylvania,  New  Jersey,  and  Delaware,  as  well  as  non-resident 
members  throughout  the  nation.  Three  of  the  elements  which  have  been  characteristics  of  the 
college's  activities  from  our  founding  in  1787  to  the  present  are  community  service,  continuing 
education  for  physicians  and  increasingly  important  in  today's  society,  health  education  for  the 
public 

Inspired  by  its  founders,  the  College  has  long  been  a  pioneer  in  the  field  of  public  health.  As  early 
as  the  1 820's  our  institution  was  warning  the  public  about  the  dangers  of  smoking  and  alcohol 
abuse  By  the  I840's  our  members  were  working  with  public  officials  in  Philadelphia  and 
Harrisburg  to  protect  the  integrity  of  the  region's  drinking  water.  During  the  1860's  our  members 
were  pioneers  in  treating  the  men  who  returned  from  the  Civil  War 

Today,  our  members  are  greatly  concerned  about  the  growing  communications  gap  which  divides 
the  public  and  providers  of  health  care.  We  believe  that  seeking  to  educate  and  empower 
consumers  with  physician-based  health  information  in  non-clinical  settings  provides  an  important 
opportunity  to  bridge  the  gap  We  feel  that  everyone  is  well  served  by  a  system  in  which  the 
patient  truly  becomes  the  physician's  partner  in  preventing  disease.  Patient  self-care  and  guided 
self-care  offer  great  potential  in  helping  us  achieve  a  healthier  nation.  The  College  has  opened  the 
C  Everett  Koop  Community  Health  Information  Center  to  help  consumers  who  want  to  take  a 
more  active  role  in  the  management  of  their  health  and  the  health  of  their  families.   Visitors  to  the 
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Center  have  access  to  on-line  health  data  bases,  CD-ROM,  videocassettes,  and  a  special  library  of 
more  than  500  books  written  speciFically  for  patients  and  health  care  consumers. 

The  Center  is  a  great  place  to  research  everything  from  new  developments  in  the  treatment  of 
cancer  to  the  importance  of  balanced  nutrition  in  promoting  wellness  to  the  understanding  of 
alternative  medical  systems  and  approaches.  If  you  are  seeking  tips  on  coping  with  your  allergies, 
or  want  to  respond  to  a  child's  fear  about  a  pending  operation,  the  Koop  Center  can  help  Our 
2,000  physician  members  represent  a  broad  range  of  medical  specialties.  Should  there  be  doubts 
about  whether  a  given  book  or  videotape  is  appropriate  for  the  Koop  Center,  we  can  get  a  quick 
answer  form  one  of  the  leading  practitioners  in  the  field.  We  feel  that  the  Center  can  help  people 
stay  well,  help  make  them  aware  of  treatment  options  and  play  a  role  in  motivating  them  to 
change  {heir  behavior 

As  you  are  aware.  Chairman  Specter,  local  physicians'  groups  and  provider  organizations  across 
the  United  States  are  working  with  their  consumers  to  empower  them  with  knowledge  about 
health  care    Our  Koop  Health  Information  Center  is  one  of  many  projects  around  the  nation. 

As  local  physicians  and  provider  groups  work  to  meet  the  information  needs  of  health  care 
consumers,  several  Public  Health  Service  agencies  under  this  Subcommittee's  jurisdiction  are 
generating  information  for  health  care  consumers.  These  agencies  include  the  Centers  for  Disease 
Control  and  Prevention  (CDC),  the  Health  Resources  and  Service  Administration  (HRSA),  and 
the  Agency  for  Health  Care  Policy  and  Research  (AHCPR). 

The  College  believes  that  an  additional  appropriate  function  for  these  PHS  agencies,  especially  the 
CDC,  would  be  to  fund  innovative,  provider-based,  local  health  education  programs.  The 
purpose  of  funding  such  programs  would  be  to  determine  the  degree  to  which  innovative 
approaches  are  contributing  to  increased  consumer  knowledge  about  health  care,  whether 
increased  knowledge  is  leading  to  changes  in  behavior,  and  whether  such  programs  can  be 
replicated  in  communities  throughout  the  United  States. 

The  College  has  recently  initiated  discussions  with  CDC  to  improve  coordination  between  federal 
agencies  and  local  provider  organizations  on  delivery  of  consumer  health  information.  The 
College  requests  this  Subcommittee's  support  for  its  efforts  to  work  locally  and  nationally  to 
empower  consumers  of  health  care  and  to  bridge  the  gap  between  consumers  and  the  medical 
profession. 

STATEMENT  OF  ANTHOhfY  COLE,  DEPUTY  EXECUTIVE 
DIRECTOR,  HAYMARKET  HOUSE 

Thank  you,  Chairman  Specter,  for  providing  me  with  the  opportunity  to  submit  testimony  to  your 
Subcomnuttee  this  morning. 

My  name  is  Anthony  Cole  and  1  am  Deputy  Executive  Director  of  Haymarket  House.  As  you  may 
know,  Haymarket  is  a  comprehensive  substance  abuse  treatment  center  on  the  Near  West  Side  of 
Chicago.  We  were  founded  in  1975  by  Monsignor  Ignatius  McDermott,  to  whom  we  all  fondly  refer 
to  as  "Father  Mac."  Over  the  past  twenty  years  we  have  served  the  alcohol  and  drug  abuse  treatment 
needs  of  individuals  throughout  the  Chicago  metropolitan  area.  We  have  developed  several  unique 
programs  to  address  the  needs  of  high-risk  females  and  the  non-violent  drug  offender.  Haymarket 
currently  offers  comprehensive  and  integrated  treatment  services  to  an  average  of  13,000  clients 
annually.  We  are  the  third  largest  drug  abuse  treatment  center  in  the  State  of  Illinois. 

I  submit  testimony  this  year  to  provide  a  status  report  oil  Haymarket's  ongoing  efforts  to  be  innovative 
and  effective  in  our  programming. 

We  at  Haymarket  believe  that  the  drug  abuse  prevention  and  treatment  community  can  and  should  do  a 
better  job  of  serving  their  clients  using  limited  available  federal  resources.  In  order  to  do  a  better  job, 
however,  federal  policy  related  to  prevention  and  treatment  must  become  more  coherent  and  better 
coordinated.  The  treatment  community  needs  to  be  encouraged  to  further  develop  and  to  refine  what 
is  called  a  "continuum  of  care."  This  "continuum"  is  the  integration  of  drug  abuse  prevention,  drug 
abuse  treatment,  health  services,  day  care,  parent  training,  vocational  education,  and  job  placement. 
This  integration  of  services  will  help  treatment  centers  to  improve  their  prevention  and  treatment 
services  and  consequently  to  increase  the  rate  of  savings  to  taxpayers.  This  "continuum  of  care"  will 
enable  the  treatment  community  to  help  more  addicts  become  productive  members  of  society  more 
quickly. 
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Haymarket  was  pleased  to  be  given  the  opportunity  to  evaluate  our  integration  of  services  theory 
through  a  CSAT  demonstration  grant  which  was  awarded  last  fall.  Through  this  CSAT  Residential 
Women  &  Children  (RWC)  Grant  we  will  provide  residential  treatment  to  more  that  twenty  chemically 
dependent  women  and  their  children.  We  will  conduct  a  rigorous  evaluation  of  our  recovery  home 
model  and  its  effectiveness  in  reducing  recidivism  rates  among  chemically  dependent  women  and  the 
severity  and  types  of  impairment  experienced  by  their  drug-exposed  children. 

Haymarket  House  recognizes  that  this  Committee  will  continue  to  focus  on  getting  more  bang  for  the 
federal  buck  The  treatment  community  must  view  this  focus  as  both  a  challenge  and  an  opportunity. 
In  order  to  meet  this  challenge,  however,  we  need  to  equip  ourselves  with  a  better  understanding  of 
which  treatments  are  most  effective  with  which  subgroups  of  abusers  and  addicts  We  need  to 
recognize  the  variations  among  these  groups,  and  that  program  models  developed  to  treat  a  white, 
male  population  are  not  directly  transferable  to  other  groups  like  pregnant  and  postpartum  women. 
Haymarket  asks  that  the  Committee  encourage  CSAT  to  continue  to  fund  demonstration  projects  with 
strong  outcomes  evaluations  which  expand  and  enhance  treatment  for  high  risk  populations. 

I  recognize  that  this  Subcommittee  receives  no  credit  or  benefit  from  savings  to  the  Medicaid  program 
resulting  from  increased  appropriations  for  treatment.  This  is  unfortunate  -  just  look  at  the  numbers 
At  least  one  in  every  five  Medicaid  dollars  spent  on  hospital  care  is  as  a  result  of  substance  abuse  -  at 
a  cost  of  $8  billion  a  year.  An  untreated  addict  can  cost  society  an  estimated  $43,200  annually, 
compared  with  an  average  $16,000  for  a  year  of  residential  care 

Haymarket  understands  that  the  federal  government  has  limited  prevention  and  treatment  resources. 
However,  we  believe  that  these  limited  resources  need  to  be  targeted  towards  high  risk  populations 
such  as  pregnant  and  postpartum  women  and  their  children.  Pregnant  addicts  have  a  particularly 
difficult  time  getting  treatment  because  most  treatment  models  were  originally  designed  for  male 
addicts  and  do  not  include  childcare  services.  Treatment  is  currently  available  for  less  than  1 5  percent 
of  pregnant  addicts  This  is  totally  inadequate  when  one  considers  that  the  greatest  cost  savings  are 
associated  with  treating  pregnant  and  postpartum  women.  In  addition  to  the  savings  connected  to 
treating  the  mother,  there  are  significant  savings  to  be  realized  by  delivering  drug-free  infants.  The 
expense  of  intensive  hospital  care  for  each  drug-exposed  newborn  ranges  from  $20,000  to  $40,000 
The  total  cost  of  care  from  birth  to  age  18  for  each  drug-exposed  child  is  $750,000  according  to  the 
General  Accounting  Office. 

As  the  recent  California  Drug  &  Alcohol  Assessment  showed,  each  dollar  spent  for  treatment  saved 
$7  14  in  future  costs,  largely  in  relatic.n  to  costs  avoided  because  of  healthcare  costs  offsets  and 
reductions  in  crime  The  California  study,  the  largest  follow-up  study  of  its  kind  ever  conducted,  also 
found  that  the  longer  individuals  stayed  in  treatment  the  greater  the  percent  reduction  in  relapse.  In 
effect,  there  was  a  daily  trade-off,  with  each  day  of  treatment  paying  for  itself  -  the  benefits  to 
taxpaying  citizens  equaled  the  costs. 

Haymarket  also  believes  that  there  is  a  direct  correlation  between  the  comprehensive  nature  of 
treatment  and  reductions  in  recidivism  rates.  Accordingly,  we  are  looking  to  incorporate  a 
preventative  health  services  clinic  into  our  treatment  programs.  Our  clients  are  faced  with  a  variety  of 
medical  and  health  related  problems  which  impede  their  treatment  progress.  The  establishment  of  an 
on-site  clinic  allows  us  to  further  develop  our  ability  to  help  more  addicts  become  healthy  and 
productive  members  of  society.  We  urge  the  Committee  to  encourage  the  CDC  to  continue  to  work 
with  community  based  organizations  that  can  aid  them  in  controlling  the  spread  of  infectious  disease, 
the  reduction  of  chronic  disease  and  the  reduction  of  risk  factors. 

Finally,  Haymarket  is  beginning  to  prepare  to  treat  clients  in  a  managed  care  environment  Currently, 
almost  twenty-five  percent  of  all  Medicaid  beneficiaries  are  enrolled  in  a  managed  care  programs.  In 
every  case  in  which  a  state  has  turned  to  managed  care  for  its  public  health  program,  substance  abuse 
benefits  have  been  part  of  the  health  care  package.  This  trend  towards  shifting  public  health  care  to 
managed  care  is  only  likely  to  increase  under  M^icaid  reform.  Accordingly,  Haymarket  asks  that  the 
Committee  continue  to  encourage  NIDA  to  evaluate  the  degree  to  which  managed  care  practices  can 
be  transferred  to  treatment  settings  servicing  publicly-fiinded  clients. 

As  the  treatment  community  works  to  adapt  to  meet  the  challenges  of  the  reality  of  reduced  federal 
resources,  we  ask  that  Congress  require  executive  branch  agencies  to  better  coordinate  their  programs 
and  to  allow  local  treatment  centers  such  as  Haymarket  House  to  be  more  innovative  in  their  use  of 
federal  dollars  We  request  that  you  help  us  create  a  "continuum  of  care"  for  individuals  with  drug 
abuse  problems  so  that  those  individuals  can  address  their  problems  more  quickly  and  completely. 
Those  problems  include  drug  abuse  and  its  biological,  psychological  and  social  problems,  family 
disintegration,  lack  of  education  and  lack  of  employment  opportunity.  The  "continuum  of  care" 
requires  the  involvement  of  a  variety  of  federal  agencies,  most  importantly  the  three  Departments  under 
this  Subcommittee's  jurisdiction. 
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STATEMENT  OF  DR.  DEBORAH  SHURE,  PRESIDENT,  THE  AMERICAN 
COLLEGE  OF  CHEST  PHYSICIANS 

Mr  Chairman  and  members  of  the  Committee: 

I  am  Deborah  Shure,  M.D.,  FCCP,  President  of  the  American  College  of  Chest  Physicians 
and  Associate  Professor  of  Medicine  at  Washington  University  in  St.  Louis. 

Thank  you  for  affording  me  the  opportunity  to  present  this  testimony  for  the  record  on 
behalf  of  the  American  College  of  Chest  Physicians.  The  ACCP  is  a  professional  medical 
specialty  society  of  more  than  16,000  physicians,  scientists,  allied  health  professionals  and 
educators  who  specialize  in  diseases  of  the  heart,  lungs  and  circulatory  system.  The  College 
appreciates  this  opportunity  to  offer  its  views  to  this  Committee  on  Fiscal  Year  1997 
appropriations  for  the  National  Institutes  of  Health  and  in  particular,  the  National  Heart,  Lung 
and  Blood  Institute  (NHLBI)  and  the  National  Institute  of  Allergy  and  Infectious  Diseases 
(NIAID)  The  ACCP  is  proud  of  its  historic  role  in  working  with  the  various  institutes  at  NIH  to 
coordinate  a  variety  of  research  projects  and  programs  among  the  institutes. 

The  President's  budget  request  for  NIH  of  approximately  $12  4  billion,  while  laudable 
during  these  fiscally  difficult  times,  does  not  go  far  enough  to  prevent  and  combat  all  of  the  health 
problems  over  which  the  NIH  has  responsibility.  The  College  strongly  supports  NIH  Director 
Harold  Varmus'  professional  judgment  that  the  entire  NIH  requires  a  Fiscal  Year  1997  budget  of 
approximately  $13  billion  to  sustain  the  high  standard  of  scientific  achievement  embodied  by  the 
institutes  This  figure  represents  about  a  9%  increase  over  the  current  year's  budget  of 
approximately  $1 1 .9  billion.  The  College  joins  the  Ad  Hoc  Group  for  Medical  Research  Funding 
in  supporting  Director  Varmus'  professional  budget  judgment.  The  College  also  supports 
significant  increases  to  the  budgets  of  the  NHLBI  and  NIAID  to  levels  that  will  enable  these 
institutes  to  continue  their  wide  spectrum  of  research,  both  basic  and  applied,  for  the  prevention 
and  treatment  of  disease. 

We  urge  the  Congress  to  support  basic  and  applied  research  to  its  fullest  capabilities. 
Without  it,  many  of  the  crucial  health  benefits  produced  by  the  NIH  would  not  be  possible.  We 
therefore  respectfully  request  that  the  Congress  ensure  that  the  NIH  has  the  funds  to  support  the 
best  in  biomedical  research,  by  funding,  at  a  minimum,  35%  of  the  competing  research  grant 
applications  approved  each  year.  Unfortunately,  for  the  past  several  years,  the  NIH,  on  average, 
has  not  been  able  to  fijnd  even  30%  of  the  competing  grant  applications  it  approves.  During  the 
current  fiscal  year,  the  institutes  on  average  will  be  able  to  fund  only  about  24%  of  their  approved 
grant  applications  At  NHLBI  in  particular,  this  figure  reaches  only  22%.  These  figures  include 
both  new  applications  and  competing  renewals.  This  means  that  important  research  proposals  are 
being  unftjnded  and  investigators  and  their  support  staffs  are  being  forced  to  leave  the  field  of 
research  The  ACCP  believes  that  fijnding  35%  of  approved  research  applications  will  go  a  long 
way  to  prevent  further  erosion  of  the  vital  research  base  of  medicine. 

With  respect  to  the  NHLBI,  we  continue  to  be  impressed  with  the  quality  of  leadership  of 
its  Director,  Dr  Claude  Lenfant,  its  Deputy  Director,  Dr.  Peter  Frommer,  its  Lung  Diseases 
Division  Director,  Dr  Suzanne  Hurd,  and  its  Heart  and  Vascular  Diseases  Division  Director,  Dr. 
Michael  Horan  Research  sponsored  by  the  NHLBI  has  led  to  tremendous  strides  in  combating 
cardiovascular  and  pulmonary  diseases  as  well  as  hematological  disorders.  We  recognize  the 
strains  that  have  been  placed  upon  the  federal  budget  in  recent  years.  Nevertheless,  diseases  of 
the  heart  and  lungs  continue  to  pose  the  most  serious  threat  to  our  Nation's  health.  The 
desirability  of  exercising  fiscal  austerity  should  not  cause  us  to  lose  sight  of  the  significant  health 
and  financial  benefits  of  funding  medical  research. 

As  a  pulmonologist  with  both  clinical  and  research  interests,  at  Washington  University's 
Jewish  Hospital  in  St.  Louis,  I  have  a  personal  interest  in  research  related  to  the  prevention  and 
treatment  of  lung  diseases.  My  Division  of  Respiratory  and  Critical  Care  Medicine  sees  the 
devastating  effects  of  lung  cancer,  chronic  bronchitis,  emphysema,  asthma  and  other  lung  diseases 
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on  a  daily  basis    Nearly  29  million  Americans  suffer  from  chronic  lung  disease,  and  more  than 
3 1 5,000  of  them  die  annually  from  lung  disease. 

The  recent  scientific  achievements  of  the  NIH,  and  in  particular  NHLBI,  have  created 
promising  opportunities  for  understanding  disease  and  improving  medical  care.  In  order  to 
benefit  from  these  efforts  and  create  new  opportunities  for  advancement.  Congress  must  increase 
its  funding  of  both  existing  and  proposed  research  projects. 

NHLBI  research  within  the  past  year  has  led  to  significant  advances  in  the  understanding 
and  treatment  of  lung  diseases.  Through  a  study  of  families  affected  by  primary  pulmonary 
hypertension,  a  debilitating  lung  disease  which  usually  leads  to  death  within  3  years,  the  NHLBI 
has  found  a  pattern  of  inheritance  and  identified  two  unusual  genetic  characteristics  associated 
with  the  illness 

NHLBI-supported  investigators  have  also  discovered  that  it  may  be  possible  to  promote 
the  growth  of  airspaces  in  the  lung.  Further  research  on  the  therapeutic  applications  of  this 
discovery  could  revolutionize  the  treatment  of  infant  lung  disease  and  adult  disorders  such  as 
emphysema 

Smoking  is  the  primary  cause  of  preventable  death  and  disability,  causing  many 
pulmonary,  cardiovascular,  and  cancer  deaths.  Lung  cancer  is  the  leading  cause  of  cancer-related 
death  in  our  entire  population.  It  is  estimated  that  172,000  cases  of  lung  cancer  were  diagnosed 
in  1994,  100,000  of  which  were  men  and  72,000  of  which  were  women.  This  number  could  be 
drastically  reduced  if  we  could  make  serious  inroads  in  the  prevention  area,  especially  by 
curtailing  the  use  of  tobacco,  which  we  know  is  the  number  one  cause  of  lung  cancer.  _The 
NHLBI  has  made  important  strides  in  identifying  the  deleterious  health  .effects  of  smoking, 
especially  with  respect  to  women  The  NHLBI's  recent  Lung  Health  Study  has  shown  that  the 
decline  in  the  lung  function  can  be  slowed  when  smokers  are  identified  early  and  assisted  in 
quitting  It  also  demonstrated  that  women  are  more  susceptible  than  men  to  the  damaging  effects 
of  cigarette  smoking  This  research  has  identified  smoking  cessation  among  women  as  a  public 
health  priority    The  ACCP  supports  the  Institute's  continued  efforts  in  this  important  area. 

Increasing  social,  political,  and  legal  pressure  nationwide  against  smoking  has,  overall, 
made  a  modest  dent  in  reducing  the  prevalence  in  smoking.  However,  during  the  last  year  in 
which  data  is  available  (1992-1993),  smoking  prevalence  among  young  women  increased.  While 
the  ACCP  has  been  active  throughout  the  years  in  educating  the  public  about  the  harms  of  smok- 
ing, even  our  best  efforts  cannot  match  the  power  of  Congress  to  direct  funds  to  combat  lung 
cancer,  which  causes  the  greatest  number  of  cancer  deaths  in  the  country.  I  urge  you  not  to  cut 
funding  geared  towards  preventing  and  treating  lung  disease  and  especially  lung  cancer. 

The  need  for  continued  funding  of  tuberculosis  prevention  and  treatment  is  painfully  clear. 
It  is  our  understanding  that  with  the  recent  downward  trend  in  reported  cases.  Congress  is 
considering  reducing  funding  levels  for  the  treatment  and  prevention  of  TB.  But  while  the 
Centers  for  Disease  Control  and  Prevention  reported  a  3%  decrease  in  overall  reported  cases  in 
1994,  the  second  year  in  a  row  the  numbers  have  fallen,  the  number  of  reported  cases  in  children 
under  the  age  of  1 5  has  consistently  been  on  the  rise  from  1988  to  1993.  In  1993,  CDC  reported 
that  1,721  children  had  active  TB.  The  development  of  multi-drug  resistant  TB  underscores  the 
necessity  of  continued  funding  for  TB  prevention  and  treatment  activities. 

Given  the  ease  with  which  TB  is  transmitted,  the  statistics  of  reported  cases  do  not  reveal 
the  whole  story  Like  HIV  and  AIDS,  there  are  two  phases  of  TB:  infection  and  disease.  The 
ca!;es  reported  are  those  we  know  have  the  disease  This  does  not  take  into  account  those  who 
are  infected  and  who  are  highly  susceptible  to  having  the  infection  converted  to  the  disease  stage. 
Consider  these  statistics  an  infected  person  with  a  normal  immune  system  has  approximately  a 
10%  lifetime  risk  of  developing  active  TB.  If  a  person  is  HIV  co-infected,  he  or  she  has  an  8% 
annual  risk  of  developing  active  TB  Therefore,  if  a  person  is  infected  with  HIV  and  TB,  and 
lives  five  years  from  the  time  of  the  TB  infection,  there  is  a  40%  chance  that  person  wall  develop 
active  TB  with  the  risk  it  will  be  spread  to  others.  If  that  same  person  lives  12  years,  it  is  a  virtual 
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certainty  that  he  or  she  will  develop  active  TB.  With  the  lives  of  our  children  at  stake,  our 
Nation's  future,  now  is  not  the  time  to  reduce  funding  for  TB  Just  as  the  recent  influx  in  federal 
funding  has  helped  curb  the  rise  of  active  TB  cases,  a  funding  decrease  is  likely  to  lead  to  a  surge 
in  active  TB  cases  The  ACCP,  therefore,  urges  this  Committee  at  least  to  maintain  current 
funding  for  TB  prevention  and  treatment  activities. 

Combating  asthma  is  another  priority  of  the  College  We  know  it  is  a  priority  for  both  the 
NHLBI  and  the  NIAID  as  well  Asthma  morbidity  and  mortality  have  been  increasing  in  the 
United  States  over  the  last  decade,  affecting  a  total  of  13  million  Americans  by  1993.  The 
increase  has  been  concentrated  disproportionately  in  children  and  minorities.  Asthma  prevalence 
increased  40%  among  ail  children  less  than  18  years  of  age  during  the  1980s.  This  increase, 
which  continues  to  date,  is  alarming  to  the  ACCP  We  therefore  strongly  support  the  efforts  of 
the  NHLBI  and  the  NIAID  in  establishing  control  over  this  disease. 

The  College  is  confident  that  the  NHLBI's  Childhood  Asthma  Management  Program  will 
produce  effective  long-term  treatment  strategies  for  childhood  asthma,  and  its  Minority  Asthma 
Education  Project  will  produce  innovative  methods  of  educating  inner  city  and  rural  minorities  in 
asthma  management  We  applaud  the  substantial  investment  that  the  NHLBI  has  made  over  the 
past  decade  in  supporting  innovative  demonstration  and  education  research  to  develop  new  ways 
of  improving  care  and  education  for  inner-city  and  rural  minority  asthmatics.  The  College  also 
supports  NIAID's  National  Cooperative  Inner-City  Asthma  Study,  a  clinical  effort  to  identify 
those  factors  leading  to  increased  asthma-attributable  morbidity  and  mortality  in  the  inner-city 
minority  population 

Gathering  the  data,  performing  the  analysis,  and  producing  results  on  the  NIH  campus  is 
not  the  end  of  the  NIH  mission    In  fact,  it  is  just  the  beginning.  The  ACCP  believes  that  the 
dissemination  of  information  about  recent  clinical  research  is  a  critical  part  of  the  NIH  mission. 
This  task  is  being  carried  out  in  an  exemplary  way  by  the  NHLBI.  Through  the  National  Asthma 
Education  and  Prevention  Program  (NAEPP),  the  medical  community  has  reached  consensus 
about  the  optimal  ways  to  manage  asthma.  This  is  critical  because  we  know  that  an  effective 
asthma  education  program  can  save  our  health  care  system  money  and  improve  resource 
utilization    A  recent  study  sponsored  by  the  NHLBI  found  that  an  asthma  education  program 
costing  $82  00  per  patient  produced  a  $628.00  per  patient  savings  in  emergency  room  charges. 
This  is  a  substantial  return  on  investment' 

The  ACCP  is  pleased  to  see  the  great  progress  made  by  the  National  Asthma  Education 
and  Prevention  Program  Although  death  rates  from  asthma  have  been  rising  since  1979,  this 
upward  trend  was  reversed  in  1993,  two  years  after  the  NAEPP  guidelines  were  issued.  The 
NAEPP  has  produced  a  wealth  of  educational  materials  for  the  health  care  community  and  for 
patients  and  families  These  materials  will  provide  a  foundation  for  a  major  asthma  effort  in 
Chicago  The  ACCP  is  pleased  to  be  working  with  the  NAEPP  and  the  American  Lung 
Association  of  Metropolitan  Chicago  to  reduce  the  high  mortality  and  morbidity  rates  in  Chicago 
through  the  Chicago  Asthma  Consortium  This  national/local  partnership  can  serve  as  a  model  for 
cities  across  the  country  to  address  the  asthma  problem  in  the  U.S. 

I  am  compelled  to  share  with  the  Committee  some  very  telling  NIH  statistics  about  the 
prevalence  of  heart  and  lung  disease.  Cardiovascular  diseases  afflict  more  than  56  million  people. 
In  1994,  955,000  deaths  or  42%  of  all  deaths  were  attributed  to  cardiovascular  diseases.  In 
addition  to  the  untold  costs  of  human  suffering,  cardiovascular  diseases  are  responsible  for  a  loss 
of  approximately  $210  billion  each  year  in  lost  productivity,  wages  and  costs  of  medical  care. 
The  most  telling  statistic,  however,  is  that  heart  disease  continues  to  be  the  number  one  cause  of 
death  in  this  country  Diseases  affecting  the  lungs  are  the  fourth  leading  causes  of  morbidity  and 
mortality  If  heart  and  blood  diseases  are  added  to  the  tally,  the  stark  reality  is  that  1.18  million 
deaths  in  1994  or  51%  of  all  deaths  fall  within  the  disease  categories  that  is  the  mission  of  NHLBI 
to  combat 
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These  numbers  point  to  NIH's  need  for  continued  federal  support  for  its  vital  programs. 
The  ACCP  continues  to  do  its  part  to  support  research.  Many  of  our  members  voluntarily  donate 
their  own  fiinds  every  year  to  support  young  investigators.  We  believe  this  is  unique  compared  to 
other  medical  societies  We  are  committed  to  improving  the  quality  of  the  lives  of  the  most 
important  people  we  represent  -  our  patients.  But  we  cannot  do  it  alone.  NIH  appropriation 
levels  must  be  increased  to  ensure  that  our  progress  toward  that  goal  is  not  thwarted. 

The  federal  government  must  not  turn  its  back  on  biomedical  advances  of  the  future  which  would 
yield  billions  of  dollars  in  health  care  savings  Funding  levels  consistent  with  the  important  goals 
and  essential  mandate  of  the  NIH  must  be  achieved 


STATEMENT  OF  DR.  WILLIAM  COUSER,  THE  AMERICAN  SOCIETY 
OF  NEPHROLOGY 

Introduction 

Chairman  Specter,  Mr.  Harkin,  and  Members  of  the  Subcommittee-  my  name  is  William  G. 
Couser.  M.D.  and  I  am  the  President  of  American  Society  of  Nephrology,  the  largest 
organization  representing  physicians  and  researchers  who  are  committed  to  finding  a  cure  for  the 
increasing  problem  of  kidney  disease  in  the  country.  I  am  extremely  grateful  for  the  opportunity 
to  provide  written  public  witness  testimony  on  behalf  of  our  6,500  members  in  support  of  the 
National  Institutes  of  Health  and  particularly  the  National  Institute  of  Diabetes,  Digestive  and 
Kidney  Diseases  which  provides  funding  for  most  of  the  kidney  research  in  this  country. 

Mr.  Chairman,  to  emphasize  the  need  for  increased  funding  for  kidney  disease  research,  let  me 
share  with  the  committee  some  basic  information  on  the  magnitude  of  the  problem  of  kidney 
disease. 

Incidence 

The  number  of  patients  with  end  stage  renal  disease  now  exceeds  300,000  in  this  country.  This 
number  increases  by  about  8%  every  year,  and  unless  something  is  done  to  reduce  the  incidence 
of  these  diseases,  the  number  of  patients  with  kidney  failure  in  this  country  will  double  in  the 
next  seven  years.  The  incidence  rate  of  193  patients  with  end  stage  renal  disease  per  million 
population  in  the  United  States  is  the  highest  in  the  worid.  In  your  state  alone,  Chm.  Specter,  the 
number  of  people  undergoing  treatment  as  a  consequence  of  diabetic  kidney  disease  has 
increased  from  457  in  1980  to  2,254  in  1989  or  over  393%.  In  your  state  Mr.  Harkin,  the  number 
of  patients  undergoing  treatment  for  end  stage  renal  disease  related  to  diabetes  increased  from  59 
in  1980  to  427  in  1989,  an  increase  of  over  624%. 

Attached  to  my  statement  are  tables  that  show  for  each  state  the  dramatic  rate  of  increase  of 
people  on  dialysis  as  a  consequence  of  diabetic  Kidney  disease.  More  Current  figures  reporting 
the  statistic  through  1992  are  to  be  released  later  in  the  Spring  by  CDC.  They  will  show  that  the 
problem  continues  to  grow  worse. 

ESRD  is  four  times  more  common  in  patients  over  65  than  in  younger  patients  and  four  times 
more  likely  to  affect  minorities  in  this  country.  Although  African-Americans  comprise  less  than 
13%  of  the  entire  U.S.  population,  they  account  for  over  30%  of  patients  with  ESRD. 

Direct  Costs  of  ESRD  to  the  Nation 

As  the  committee  is  well  aware,  over  90%  of  patients  with  ESRD  and  patients  receiving  kidney 
transplants  are  covered  by  Medicare.  Because  Congress  in  1972  amended  the  Social  Security  Act 
to  expand  Medicare  coverage  to  include  patients  with  ESRD,  kidney  disease  represents  the  single 
largest  disease  expenditure  in  the  Medicare  program.  Between  1970  and  1991,  the  portion  of  the 
entire  Medicare  population  accounted  for  by  ESRD  increased  500%  from  0.1%  to  0.5%  of  the 
entire  Medicare  population. 
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Because  of  these  dramatic  increases  in  the  number  of  patients  being  treated  which  were  not 
anticipated  in  1972.  the  cost  of  icidney  disease  to  U.S.  taxpayers  through  the  Medicare  program  is 
enormous.  In  1995.  it  exceeded  8.5  billion  dollars  and  has  grown  about  5%  each  year.  The  total 
direct  cost  is  now  over  12  billion  dollars  when  private  sector  payments  are  included.  This 
increase  in  cost  has  occurred  despite  the  fact  that  payments  for  dialysis  treatments  in  constant 
dollars  have  actually  decreased  since  1972,  a  truly  remarkable  example  of  federal  cost 
containment.  In  addition  to  the  enormous  costs  of  the  ever  increasing  number  of  dialysis 
treatments  necessary  to  keep  these  patients  alive,  patients  with  RSRD  are  also  hospitalized  more 
( 1 7.9  days  per  year  in  patients  over  65  compared  to  2.8  days  per  year  in  the  general  population) 
and  suffer  from  reduced  employment  as  a  consequence  of  their  disease. 

NIH  funded  kidney  research  will  be  approximately  $122.3  million  this  year  or  just  a  little  more 
than  1%  of  the  direct  cost  to  the  nations  of  End-stage  Renal  Disease.  It  is  my  view  and  the  view 
of  the  members  of  the  American  Society  of  Nephrology  that  an  investment  in  research  is  the  only 
realistic  opportunity  we  have  to  reduce  the  enormous  Medicare  costs  and  human  suffering 
imposed  by  ESRD. 

What  Causes  ESRD? 

The  major  causes  of  ESRD  are  diabetes  (26%),  hypertension  (24%),  glomerulonephritis  (20%), 
and  polycystic  kidney  disease  (10%).  Hypertension  and  diabetes  both  affect  minorities 
disproportionately  accounting  for  the  increased  incidence  of  ESRD  in  the  minority  population. 
Diabetes  is  also  the  most  common  cause  of  kidney  failure  in  Native  Americg^s.  Unlike  most 
kidney  diseases,  diabetes  is  also  a  disease  which  causes  kidney  failure  in  more  women  than  men. 

What  are  the  effects  of  ESRD  on  Quality  of  Life? 

Medical  research,  made  possible  largely  through  Congressional  support,  has  given  the  men 
women,  and  children  who  suffer  from  chronic  renal  failure  hope.  Thirty-five  years  ago,  ESRD 
patients  died.  Dialysis  technology  was  in  its  infancy,  available  only  for  patients  with  acute  rather 
than  total  renal  failure.  Kidney  transplants  were  only  a  dream. 

Since  then,  millions  of  Americans  have  benefitted  from  dialysis  or  kidney  transplants.  However, 
while  treatment  often  prolongs  life,  ESRD  remains  a  serious  medical  condition.  There  is  a 
misconception  that  the  dialysis  patient  is  able  to  live  a  full,  active  life.  Sadly,  that  is  not  the  case. 
Dialysis  does  not  simply  mean  being  hooked  up  to  a  machine  three  hours  a  day,  three  times  a 
week.  Dialysis  patients  suffer  common  bouts  of  anemia,  nausea,  fatigue,  low  blood  pressure, 
chills,  and  itching  (due  to  impurities  in  the  blood).  The  body  has  difficulty  adjusting  to  the 
frequent  changes  in  toxicity  levels,  as  toxins  are  removed  and  then  build  back  up  prior  to  the  next 
dialysis.  Many  patients  suffer  depression,  due  to  feeling  dependancy,  vulnerability,  and  illness. 

The  mortality  rate  for  ESRD  patients  is  very  high.  Approximately  50%  of  dialysis  patients  die 
within  years  after  they  begin  treatment.  The  life  expectancy  of  ESRD  patients  aged  49  is  less 
than  7  years,  an  expected  loss  of  23  years  of  life. 

What  can  Research  offer  to  patients  with  Kidney  Disease? 

Nephrology  research  offers  major  opportunities  for  breakthroughs  in  understanding  and  treating 
each  of  the  principle  causes  of  ESRD.  For  example,  in  diabetes,  1 5  years  of  basic  NIH  supported 
research  established  the  role  of  increased  blood  pressure  in  the  kidney  itself  as  an  important 
cause  of  the  loss  of  kidney  function.  These  findings  stimulated  a  recent  clinical  trial  which 
demonstrated  that  captopril.  a  drug  which  lowers  blood  pressure  in  the  kidney,  could  also  reduce 
the  progression  of  diabetic  kidney  disease  by  about  50%,  a  finding  that  will  save  the  Medicare 
program  an  estimated  2.6  billion  dollars  over  the  next  ten  years. 


352 


In  hypertension,  it  has  long  been  known  that  salt  is  an  important  factor  in  causing  high  blood 
pressure,  but  in  past  year  applications  of  basic  molecular  biology  research  supported  by  NIH  to 
the  kidney  has  demonstrated  that  mutations  in  the  gene  for  a  protein  which  regulates  sodium 
metabolism  in  the  kidney  accounts  for  one  form  of  inherited  hypertension.  This  breakthrough  in 
understanding  one  cause  of  hypertension  provides  new  insights  into  how  this  disorder  may  be 
more  effectively  treated,  a  discovery  of  particular  importance  to  African- Americans  who  are 
uniquely  susceptible  to  salt  sensitive  hypertension. 

A  similar  molecular  breakthrough  has  occurred  in  polycystic  kidney  disease  research  where  ten 
years  of  NIH  research  support  led  in  1994  to  the  identification  of  the  gene  that  causes  this 
inherited  kidney  disease.  Although  identification  of  a  gene  which  causes  a  disease  is  a  major 
breakthrough  in  understanding  that  disease,  much  more  research  is  necessary  before  this 
observation  can  be  translated  into  measures  which  will  prevent  or  cure  polycystic  kidney  disease. 

Mr.  Chairman,  while  brief,  I  hope  that  I  have  demonstrated  the  impact  of  kidney  disease  on 
productive  members  of  our  society  and  the  frustrations  currently  faced  by  members  of  the  kidney 
research  community  who  are  continuously  obstructed  in  their  efforts  to  find  cures  for  these 
diseases  not  by  scientific  limitation  but  by  restrictions  in  federal  research  funding.  Therefore,  the 
American  Society  of  Nephrology  would  like  to  request  of  your  committee  the  following. 

ASN  Request  for  1997 

One  need  look  no  further  than  the  professional  judgement  budget  of  the  NIH  for  an  indication  of 
the  range  of  research  opportunities  that  now  exist.  The  professional  judgment  of  the  NIH  is  that  it 
could  productively  invest  a  6.5  percent  increase  over  FY  1996  in  the  coming  fiscal  year.  The 
American  Society  of  Nephrology  supports  this  judgement  as  the  best  and  most  reliable  estimate 
of  the  minimum  level  of  funding  needed  to  sustain  the  high  standard  of  scientific  achievement 
attained  by  NIH. 

More  specifically,  for  NIDDK  and  kidney  research,  it  is  our  understanding  that  the  President  has 
requested  an  increase  of  1 .77%  over  the  1996  level.  We  would  urge  that  the  Presidents's  request 
be  supported  and  that  the  Subcommittee  add  to  his  request  the  biomedical  research  infiation 
index  of  4.7%.  This  will  yield  an  increase  of  6.5%. 
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StM> 

I960 

1961         1962 

1963 

1984 

1985 

1988 

1967 

1988 

1969  1 

Alabama 

74 

93           127 

187 

256 

316 

383 

468 

542 

663 

Alaska 

4 

4                  S 

8 

13 

15 

20 

26 

29 

39 

Anzona 

123 

144          198 

280 

354 

417 

526 

606 

725 

855 

Artcansaa 

21 

37            59 

91 

132 

165 

200 

238 

293 

341 

Calrfomia 

506 

875         1315 

1791 

2243 

2805 

3422 

3636 

4241 

5056 

Colorado 

67 

76           101 

149 

187 

233 

326 

388 

441 

512 

Connacticui 

lis 

149           190 

239 

306 

389 

430 

491 

512 

571 

Oaiawara 

20 

25            36 

37 

47 

65 

61 

97 

131 

163 

Oist  of  Coltfnbta 

43 

61            89 

109 

140 

194 

205 

208 

220 

231 

Flooda 

188 

360          557 

737 

947 

1165 

1440 

1752 

1945 

2129 

Q«o«9a 

168 

268          379 

464 

569 

695 

816 

970 

1076 

1256 

Hawaii 

74 

95          108 

109 

106 

137 

178 

246 

293 

330 

Idaho 

16 

19            30 

*3 

51 

55 

75 

91 

115 

132 

Illinois 

327 

458          623 

799 

952 

1180 

1408 

1596 

1762 

1953 

Indiana 

144 

205          249 

344 

406 

473 

515 

644 

753 

814 

Iowa 

S9 

92          127 

174 

215 

273 

318 

336 

369 

427 

Kansas 

60 

83          120 

153 

193 

225 

236 

252 

307 

340 

Kantucky 

70 

96          135 

184 

249 

296 

354 

416 

461 

518 

84 

127          182 

227 

310 

389 

462 

570 

717 

883 

Main* 

17 

24            36 

48 

55 

73 

79 

105 

116 

129 

Maryland 

92 

153          219 

280 

368 

482 

544 

623 

693 

839 

199 

250          308 

357 

408 

442 

507 

551 

604 

726 

Michigan 

200 

310          439 

595 

726 

891 

1086 

1204 

1378 

1640 
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Sute 

19M 

1961 

1962 

1983 

1984 

1965 

1966 

1967 

1988 

1969  1 

144 

197 

267 

342 

429 

496 

582 

678 

746 

839 

Mitmsvp. 

47 

75 

109 

139 

194 

244 

278 

319 

396 

475 

MisMun 

60 

125 

218 

288 

372 

479 

549 

634 

741 

861 

Montana 

18 

25 

27 

35 

53 

65 

79 

90 

110 

144 

Nebraska 

55 

78 

91 

113 

127 

137 

160 

162 

211 

264 

Nevada 

12 

18 

33 

41 

50 

60 

64 

113 

122 

157 

16 

21 

29 

39 

49 

57 

68 

89 

101 

128 

New  Jersey 

233 

325 

452 

615 

738 

669 

1029 

1111 

1222 

1396 

New  Mexico 

23 

32 

62 

104 

136 

1S4 

195 

226 

293 

347 

NewYorti 

4S5 

636 

901 

1140 

1397 

1635 

1969 

2257 

2997 

2907 

Nort»  Carolina 

171 

218 

301 

393 

486 

641 

791 

905 

1012 

1196 

Noflh  Dakota 

20 

21 

26 

41 

55 

57 

70 

68 

103 

132 

Otw 

378 

496 

645 

800 

953 

1158 

1365 

1593 

1641 

2022 

OWahoma 

67 

89 

135 

182 

237 

275 

346 

402 

516 

591 

Oragon 

35 

55 

102 

150 

170 

219 

267 

335 

379 

432 

457 

535 

672 

832 

1068 

1288 

1515 

1796 

2005 

2254 

Rtvxla  Island 

20 

32 

36 

44 

55 

70 

72 

96 

116 

136 

Soutn  Carolina 

93 

132 

186 

244 

322 

437 

909 

579 

661 

768 

Soum  Dakota 

14 

27 

35 

44 

62 

81 

89 

105 

128 

136 

Tannessee 

66 

101 

158 

23T 

306 

359 

436 

527 

612 

751 

Taias 

415 

601 

892 

1199 

1447 

1802 

2079 

2450 

2936 

3566 

Utah 

55 

72 

83 

106 

157 

186 

220 

242 

277 

303 

Varment 

13 

20 

34 

31 

36 

46 

95 

60 

65 

76 

Viryma 

1S« 

201 

289 

396 

921 

660 

732 

806 

919 

1061 

WasNngtoo 

107 

121 

155 

194 

266 

362 

413 

479 

577 

891 

WeetVir^na 

42 

96 

78 

119 

144 

170 

206 

244 

260 

311 

WSaeonsm 

196 

226 

300 

360 

446 

499 

562 

671 

772 

919 

7 

11 

19 

21 

—22- 
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sute 

1985 

1968 

1987 

1988 

1989 

Rate 

No. 

R«f 

No. 

Rate 

No. 

Rate 

No. 

Rate 

Aiabarra 

110 

2.77 

131 

3.28 

169 

4.21 

167 

4.15 

234 

5.81 

Alaska 

3 

0.56 

11 

2.02 

9 

1.67 

8 

1.48 

17 

3.11 

Anzona 

135 

424 

182 

5.50 

184 

5.35 

222 

6.28 

271 

7.48 

Arkansas 

63 

2.71 

71 

3.04 

104 

4.44 

100 

4.27 

115 

4.90 

California 

1010 

3.82 

1164 

4.29 

1190 

428 

1239 

435 

1696 

5.80 

Colorado 

79 

2.46 

128 

3.95 

117 

3.59 

131 

4.01 

159 

485 

Connecticut 

150 

468 

130 

4.03 

149 

4.59 

129 

3.82 

166 

5.06 

OeUware 

24 

3.88 

30 

4.78 

29 

4.55 

44 

6.79 

53 

8.05 

Dist  of  Columb* 

70 

11.03 

53 

8.30 

42 

6.59 

42 

6.66 

59 

9.45 

Rorida 

409 

360 

539 

462 

584 

4.87 

575 

467 

60S 

4.79 

Georgia 

216 

362 

256 

4.21 

308 

4.96 

290 

4.59 

390 

6.08 

Hawaii 

57 

546 

75 

7.13 

103 

9.64 

97 

8.96 

98 

8.95 

Idaho 

16 

1.61 

28 

2.83 

31 

3.15 

36 

3.65 

44 

442 

Illinois 

433 

3.80 

458 

4.02 

490 

4.30 

496 

4.35 

548 

4.80 

Indiana 

150 

2.75 

153 

2.80 

224 

4.09 

238 

4.33 

219 

3.96 

Iowa 

86 

3.04 

101 

3.62 

72 

2.60 

98 

3.54 

124 

448 

Kansas 

64 

2.64 

91 

2.10 

76 

3.11 

90 

3.65 

100 

4.04 

Kentixdcy 

95 

2.57 

112 

3.04 

140 

3.80 

134 

3.64 

142 

3.86 

Louisiana 

120 

2.72 

175 

3.97 

.  187 

4.30 

247 

5.76 

317 

7.49 

Maine 

23 

1.98 

29 

2.14 

39 

3.29 

29 

2.41 

33 

2.71 

Maryland 

179 

4.06 

160 

3.57 

192 

4.20 

195 

4.19 

270 

5.71 

116 

2.01 

154 

2.61 

146 

2.46 

161 

2.69 

245 

4.07 

306 

3.37 

371 

4.06 

345 

3.75 

444 

462 

548 

5.92 

MinnasoU 

128 

3.06 

147 

3.50 

182 

4.30 

170 

396 

198 

4.56 

Mississippi 

80 

3.09 

86 

3.32 

98 

3.79 

125 

484 

147 

5.71 

Missoun 

172 

3.44 

166 

3.30 

207 

4.09 

222 

4.37 

263 

5.16 

Montana 

20 

2.43 

19 

2.33 

26 

3.23 

29 

362 

49 

6.13 

Nebraska 

39 

2.46 

45 

2.86 

52 

3.32 

64 

4.07 

83 

5.27 

Nevada 

23 

2.42 

35 

3.97 

43 

4.20 

38 

3.53 

55 

4.84 

New  Hampshire 

21 

2.11 

18 

1.76 

30 

2.89 

29 

2.68 

39 

3.53 

New  Jersey 

303 

4.00 

345 

493 

336 

4.41 

394 

5.11 

425 

9.90 

NewMexkx 

45 

3.13 

74 

5.06 

64 

433 

115 

7.72 

102 

6.78 

354 
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1986 

1987 

1988 

1981 

No. 

Wat. 

No. 

_R5UL. 

No. 

_Ratt_ 

No. 

Ritel 

No. 

ntm 

NawYoilt 

517 

2.91 

666 

3.73 

688 

3.85 

811 

4.52 

866 

4.82 

North  Caroiina 

232 

3.71 

226 

3.61 

295 

4.61 

285 

4.40 

383 

5.83 

Norft  Dakota 

11 

1.62 

22 

3.29 

26 

3.93 

32 

488 

47 

727 

Ohio 

388 

3.61 

437 

407 

496 

4.61 

540 

5.00 

550 

5.08 

Oklahoma 

9S 

2.90 

126 

3.87 

129 

4.02 

193 

6.09 

179 

5.68 

Of»9on 

74 

2.77 

64 

3.13 

105 

3.89 

107 

3.90 

126 

4.52 

Pennsytvaroa 

425 

3.61 

504 

428 

536 

4.54 

581 

4.90 

659 

5.55 

Rhoda  Island 

23 

2.37 

20 

2.05 

39 

3.94 

45 

4.52 

42 

4.20 

Sooth  Carolina 

163 

4.93 

151 

452 

180 

5.32 

192 

5.63 

241 

6.97 

South  Oakou 

31 

4.44 

21 

3.02 

34 

488 

39 

S.59 

28 

4.02 

Tennatsaa 

119 

2.52 

135 

2.85 

178 

3.72 

189 

3.92 

254 

5.23 

Texaa 

609 

3.74 

638 

3.85 

756 

4.55 

930 

5.56 

1169 

6.96 

Utah 

50 

3.04 

61 

3.67 

61 

363 

71 

4.20 

62 

3.63 

16 

3.02 

11 

2.06 

15 

2.78 

15 

2.73 

22 

3.94 

Vii^inia 

233 

4.06 

197 

3.39 

209 

3.52 

272 

4.50 

315 

5.15 

Washington 

134 

3.04 

110 

2.47 

124 

2.74 

179 

3M 

213 

4.49 

Wast  Vii^inla 

55 

2.68 

63 

4.41 

75 

4.04 

88 

4.81 

90 

4.98 

Wisconsin 

123 

2.59 

162 

3.41 

179 

3.75 

206 

4.27 

253 

5.21 

'5 

300,. 

^ 

1.41 

14 

2.93. 
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STATEMENT  OF  CAROL  NACY,  Ph.D.,  PRESIDENT,  THE  AMERICAN 
SOCIETY  FOR  MICROBIOLOGY 
Dear  Senator  Specter; 

Thank  you  for  the  opportunity  to  submit  written  testimony  for  the  official  hearing  record  on 
the  fiscal  year  1997  appropriation  for  the  National  Institutes  of  Health  (NIH).  The  American 
Society  for  Microbiology  (ASM)  represents  over  40,000  life  scientists  who  work  in  research, 
clinical,  public  health  and  industrial  laboratories.  We  wish  to  thank  you  for  your  leadership  and  all 
the  members  of  the  Senate  Appropriations  Subcommittee  for  Labor,  Health  and  Human  Services, 
and  Education  for  supporting  biomedical  research  as  the  highest  priority  during  this  period  of  fiscal 
restraint. 

We  urge  Congress  to  continue  strong  federal  investment  in  basic  and  clinical  biomedical 
research  supported  by  the  NIH.  We,  therefore,  recommend  an  increase  of  6.5  percent  for  the  NIH, 
which  is  the  agency's  professional  judgement  budget  for  FY  1 997.  The  NIH's  professional 
judgement  budget  represents  the  best  estimate  of  the  minimum  increase  in  funding  needed  to 
sustain  progress  and  take  advantage  of  new  opportunities  in  biomedical  research.  Increased 
investment  at  this  level  is  needed  to  fund  the  range  of  research  opportunities  that  will  lead  to 
improved  health  and  quality  of  life  for  all  Americans,  as  well  as  the  research  infrastructure  and 
training  to  maintain  a  strong  research  environment.  An  ongoing  federal  commitment  to  basic 
research  into  fundamental  life  processes  is  critical  to  continued  technological  innovation    To 
ensure  that  top  quality  research  opportunities  are  not  missed,  the  NIH  should  fund  at  a  minimum 
one  out  of  three  meritorious  research  project  grant  applications.  The  peer  review  process  is  critical 
to  developing  scientific  and  budgetary  priorities  and  should  be  sustained  and  strengthened  to 
maintain  scientific  excellence 

Research  Required  to  Address  the  Threats  from  Emerging  and  Drug  Resistant  Infections 


The  ASM  particularly  would  like  to  bring  to  the  attention  of  this  Subcommittee,  the  urgency 
of  addressing  the  threats  of  new  and  emerging  infections  and  the  significant  problem  of  antibiotic 
resistance.  To  the  surprise  of  many  Americans,  infectious  diseases  (even  excluding  AIDS)  continue 
to  constitute  one  of  the  leading  causes  of  morbidity  and  mortality  in  the  United  States.  Five  of  the 
ten  leading  causes  of  death  last  year  were  directly  or  indirectly  related  to  infectious  diseases 
(pneumonia,  AIDS,  chronic  liver  disease,  chronic  obstructive  lung  disease  and  immunosuppression 
related  to  cancer).  Deaths  from  infectious  diseases  in  the  US  rose  58  percent  between  1980  and 
1 992.  Although  AIDS  cases  accounted  for  the  largest  share  of  the  increase,  the  death  rate  due  to 
other  infectious  diseases  increased  by  22  percent  according  to  CDC  data. 
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Infectious  diseases  account  for  25  percent  of  all  visits  to  physicians  in  the  United  States    In 
1990,  antibiotics  were  the  most  commonly  prescribed  category  of  drugs.  Approximately  $120 
billion,  or  1 5  percent,  of  all  1 992  health  care  expenditures  in  the  U.S.  were  related  to  direct  or 
indirect  costs  of  infectious  diseases.  The  annual  treatment  of  non-AIDS  sexually  transmitted 
diseases  cost  $5  billion  and  intestinal  infections  resulted  in  almost  $30  billion  in  combined  direct 
costs  and  lost  productivity.  In  1992,  there  were  9,000  deaths  in  the  U.S.  due  to  food  borne  illnesses. 
In  1994,  there  were  actually  cases  of  malaria  in  the  Northeastern  U.S.  shown  to  have  been 
transmitted  directly  in  the  US,  i  e  they  were  not  "imported  cases  "  Locally  acquired  cases  of 
malaria  had  not  been  reported  in  the  area  for  the  past  50  years. 

How  can  we  find  ourselves  in  this  predicament  when  in  1967,  the  surgeon  general  declared 
the  US  was  ready  to  "close  the  book  on  infectious  diseases  and  shift  all  national  attention  (and 
dollars)  to  what  he  called  "the  New  Dimensions"  of  health:  chronic  diseases  "  His  optimism  was 
based  upon  the  development  of  more  than  25,000  antibiotic  products  by  1965.  This  coupled  with 
the  impressive  effects  of  the  pertussis  and  diphtheria  vaccines  led  to  the  feeling  that  bacterial 
diseases  were  no  longer  of  great  concern  to  physicians.  Furthermore,  polio  and  smallpox  had  been 
conquered  in  the  US  with  vaccines.  However,  at  this  time  little  was  known  about  the  relatively 
new  fields  of  virology,  immunology,  microbial  genetics  and  microbial  evolution    The  remarkable 
capability  of  bacteria  for  developing  resistance  to  antibiotics  and  the  uncanny  ability  of  microbes 
for  environmental  adaptation  were  only  beginning  to  be  imagined  or  understood.  While  poverty 
and  overcrowding  were  known  to  enhance  spread  of  infectious  diseases,  little  was  known  about 
other  factors  involved  in  disease  ecology  and  emergence  of  new  and  re-emergence  ot  old  infectious 
agents  once  thought  to  have  been  controlled 

The  1 992  Institute  of  Medicine's  (lONi)  report  entitled  Emerging  Infections:  Microbial 
Threats  to  Health  in  the  United  States  clearly  articulates  why  we  find  the  microbes  winning  the 
battle  and  how  our  previous  optimism  and  complacency  towards  infectious  diseases  have  weakened 
the  ability  of  our  public  health  inft^structure  to  either  prevent  or  control  microbial  diseases. 
Furthermore,  the  report  predicts  that  unless  we  dramatically  alter  our  course,  new  and  emerging 
infectious  diseases  wrill  increase  the  infectious  disease  burden  in  this  country.  The  report  identifies 
the  following  as  major  contributors  to  emerging  microbial  threats:  human  demographics  and 
behavior;  technology  and  industry;  economic  development  and  land  use;  international  travel  and 
commerce;  microbial  adaptation  and  change;  and  breakdown  of  public  health  measures. 

The  most  important  message  in  the  lOM  report  -often  repeated  but  insufficiently 
heeded-is  that  infectious  diseases  that  now  affect  people  in  other  parts  of  the  world  represent  real 
threats  to  the  United  States  because  of  global  interdependence,  modem  transportation,  trade,  and 
changing  social  and  cultural  patterns.  Complacency  and  shifting  priorities  can  allow  for  the 
re-emergence,  as  well  as  the  emergence,  of  infectious  diseases.  The  lOM  report  predicts  and  recent 
events  document  that  this  country  is  ill-prepared  to  address  these  threats. 

Following  the  publication  of  the  lOM  report,  there  have  been  numerous  disease  outbreaks 
which  add  power  to  its  message  including  the  two  recent  Ebola  outbreaks  in  Africa  and  the  plague 
threat  in  India  last  year,  the  cholera  pandemic  in  South  America  from  1 991  to  1993,  and  the 
emergence  of  the  highly  virulent  Bengal  cholera  strain  in  India.  The  Bengal  strain  was  detected  in  a 
patient  in  Los  Angeles  who  had  recently  returned  from  a  trip  to  India.  Information  which  surfaced 
during  the  potential  plague  epidemic  in  India  during  1994  indicated  that  approximately  2,000  airline 
passengers  arrive  in  New  York  daily  from  India  alone   Overall,  international  passengers  arriving  on 
flights  into  the  United  States  increased  from  2  million  in  1950  to  280  million  in  1990.  The  largest 
(>400,000  cases  of  diarrhea  due  to  Cryptosporidium)  waterbome  disease  outbreak  in  U.S.  histoiy 
has  also  occurred    An  outbreak  of  acute,  fatal  respiratory  distress  syndrome  in  the  Southwestern 
United  States  was  shown  to  be  due  to  hanta  virus,  a  newly  identified  virus  spread  to  humans  in  the 
feces  and  urine  of  the  deer  mouse.  The  outbreak  was  thought  to  be  associated  with  a  marked 
increase  in  the  deer  mouse  population  due  to  an  excessive  amount  of  rain  and  a  bumper  crop  of 
pineon  nuts    Initially  thought  to  be  limited  to  the  Southwest,  it  appears  that  the  deer  mouse  is  one 
of  the  most  common  rodents  in  the  country  and  fatal  hanta  virus  cases  have  been  reported  as  for 
away  as  Miami  and  New  York.  The  virus  is  now  known  to  be  carried  by  other  rodents  as  well  and 
another  strain  of  virus  has  also  been  identified.  Trends  in  food  borne  diseases  also  changed 
Fatalities  in  1993  were  associated  with  Escherichia  coli  0157:H7  contaminated  hamburgers  (meat 
in  question  was  imported  from  four  different  countries).  Prior  to  1990,  salmonellae  were  rarely 
found  in  fresh  fruits  and  vegetables    Since  then,  there  have  been  four  multi  state  outbreaks,  each 
involving  100  to  400  confirmed  cases  tied  to  imported  produce.    Recent  data  indicate  that  over 
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50  percent  of  fruits  and  vegetables  consumed  in  the  winter  months  in  the  United  States  are  now 
imported.  These  data  continue  to  emphasize  our  continued  vulnerability  to  infectious  diseases  as 
our  society  changes. 

The  threat  from  emerging  infections  is  compounded  by  an  alarming  increase  in  antibiotic 
resistant  bacteria  including:  Staphylococcus  aureus  (>90  percent  of  strains  resistant  to  penicillin 
and  other  beta-lactam  antibiotics),  Enterococcus  (incidence  of  vancomycin  resistant  strains  has 
increased  20  times  since  1989),  and  pneumococcus  (prior  to  1987  antibiotic  resistant  pneumococci 
were  uncommon  whereas  now  up  to  26  percent  of  strains  can  be  resistant).  Of  course  the  true 
magnitude  of  antibiotic  resistance  is  unknown  since  there  is  no  national  surveillance  system. 
However,  information  on  these  three  organisms  alone  is  disturbing  enough.  Staphylococcus  is  one 
of  the  most  common  causes  of  infections  in  humans;  the  enterococcus  is  one  of  the  most  common 
causes  of  infections  in  patients  in  intensive  care  units,  and  the  pneumococcus  is  the  most  common 
cause  of  pneumonia  and  death  in  the  elderly  and  of  middle  ear  infections  in  children. 

It  seems  that  in  the  1980s,  when  it  appeared  that  humans  were  winning  the  race  against 
n;icrobes,  pharmaceutical  manufacturers  also  shifted  their  attention  away  from  infectious  diseases  to 
chronic  diseases  like  heart  disease  and  cancer.  Between  1989  and  1993,  only  12  new  antibiotics 
were  approved,  and  there  is  little  hope  that  drug  makers  will  come  up  with  any  really  spectacular 
improvements  until  well  into  the  21st  century. 

The  disease  outbreaks,  the  surge  in  antibiotic  resistance,  the  decaying  public  health 
infrastructure  and  the  implications  have  been  well  publicized  by  the  public  news  media    It  has  been 
brought  to  the  attention  of  the  Executive  Branch  and  members  of  Congress  in  numerous  private 
meetings,  public  forums  sponsored  by  the  Office  of  Science  and  Technology  Policy,  and 
congressional  briefings.  Given  the  magnitude  of  the  problem  and  its  urgency,  a  rapid  and 
appropriate  response  must  be  forthcoming. 

Basic  and  clinical  research  are  critically  needed  in  order  to  speed  the  development  of  new 
vaccines  as  well  as  the  identification  of  new  antiviral  and  antimicrobial  drug  targets.  Resources  are 
needed  to  sequence  microbial  genomes  in  order  to  identify  new  vaccine  and  drug  targets.  (While 
genome  sequencing  is  one  of  the  most  efficient  approaches,  it  unfortunately  is  also  one  of  the  most 
expensive.)  More  information  is  needed  on  the  natural  habitats,  mechanisms  of  emergence, 
mechanisms  of  persistence,  transmission,  and  transport  of  some  of  the  more  recently  identified 
infectious  agents.  Due  to  the  increasing  threats  from  international  trade  and  travel  we  must  intensify 
research  efforts  in  areas  which  impact  international  health  and  disease  surveillance.    Lastly,  it 
should  be  emphasized  that  this  research  is  needed  in  order  to  safeguard  our  national  security.  New 
and  emerging  infections  and  antibiotic  resistance  have  grave  implications  for  the  safety  of  our  troops 
and  unfortunately  the  threats  of  germ  warfare  are  increasing  not  decreasing. 

The  lOM  report  contains  1 5  recommendations  for  addressing  the  threats  of  emerging 
infections  and  highlights  the  importance  of  the  MR  in  its  partnership  with  universities  and  industry 
in  basic  research  related  to  emerging  infections.  Ironically  over  the  past  three  years  there  have  been 
significant  budget  reductions  for  non-AIDS  infectious  diseases  in  the  National  Institute  of  Allergy 
and  Infectious  Diseases  (NIAID)  (in  FY  1994  there  was  a  reduction  of  $20  million.)  At  NIH, 
funding  for  work  related  to  infectious  diseases,  excluding  AIDS  and  TB,  represents  only  about 
5  percent  of  their  total  budgets. 

For  fiscal  year  1996  NIAID  received  an  increase  of  1.5  percent  to  address  emerging 
infections  and  antibiotic  resistance.  While  we  commend  the  Subcommittee  for  these  efforts,  the 
magnitude  of  the  problem  is  such  that  a  more  significant  increase  is  needed.    We  understand  that 
the  NIH  must  balance  fiscal  issues  within  a  constrained  overall  budget  as  it  considers  areas  of 
emphasis.  Emerging  and  reemerging  infectious  diseases  have  received  attention  from  an 
interagency  government  working  group  under  the  auspices  of  the  National  Science  and  Technology 
Council's  Committee  on  International  Science,  Engineering  and  Technology  (CISET).  The  CISET 
report  makes  recommendations  for  action  by  the  federal  government  and  emphasizes  that  a  strong 
research  and  training  effort  must  be  sustained  and  strengthened  to  meet  new  challenges  represented 
by  emerging  diseases.  We  believe  that  emerging  diseases  should  receive  as  much  importance  as 
other  areas  of  high  emphasis  in  the  NIH  budget.  We  strongly  recommend  that  NIAID's  non-AIDS 
research  budget  be  increased  and  include  additional  new  funding  for  research  on  emerging 
infections.  We  recommend  an  increase  of  $45  million. 
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Research  Advances  Improve  Public  Health 

Federal  investment  in  biomedical  research  has  led  to  major  advances  in  health  care  in  the 
past  50  years,  and  the  biological  revolution  promises  to  yield  more  progress  to  respond  to  new 
medical  challenges     The  average  life  expectancy  of  76  years  for  Americans  represents  an  increase 
of  more  than  60  percent  over  the  typical  life  expectancy  of  47  years  at  the  turn  of  the  century    Much 
of  that  increase  in  life  span  can  be  attributed  to  medical  advances,  including  vaccinations  that  have 
reduced  or  eliminated  a  number  of  infectious  diseases.  For  example,  in  recent  years  federal 
investments  in  research  on  Hemophilus  influenzae  type  b  (Hib)  vaccine  has  had  a  significant  payoff 
for  healthy  children  and  economic  benefits.  Use  of  the  improved  vaccine  has  yielded  an  estimated 
twenty-fold  annual  return  to  the  public  on  a  relatively  small  investment  in  research,  and  the  vaccine 
will  save  an  estimated  $470  million  annually  in  health  care  costs. 

Currently,  less  than  four  cents  of  every  health  care  dollar  goes  to  medical  research,  however 
Recent  surveys  indicate  that  most  Americans  believe  more  money  should  be  spent  on  medical 
research  and  they  are  willing  to  pay  for  it  through  their  own  insurance  or  taxes. 

Research  Expands  Competitiveness 

Past  federal  investments  in  biomedical  research  have  proven  to  be  the  most  cost  effective 
ever  made    It  has  been  estimated  that  the  average  rate  of  return  from  investment  by  the  federal 
government  in  research  and  development  is  greater  than  50  percent.  An  estimated  $92  billion  of  our 
current  Gross  National  Product  derives  from  ten  biomedical  discoveries  made  before  1980    NIH 
supported  research  has  led  to  development  of  the  new  biotechnology,  which  is  expected  to  have  a 
dramatic  effect  on  the  U.S.  economy  over  the  next  decade.  The  US.  biotechnology  industry  is 
profiting  from  this  trend,  with  an  estimated  $9.3  billion  in  sales  generated  in  1995  an  increase  of 
1 8  percent    These  sales  are  expected  to  reach  $50  billion  in  the  next  decade    The  US  leads  the 
world  in  technological  innovation  and  new  company  formation  in  biotechnology    The 
biotechnology  industry  is  responsible  for  about  100,000  highly  skilled  jobs  generated  by  1,300 
biotechnology  firms.  U.S.  investment  in  biomedical  research  needs  to  continue  to  grow  to  keep  the 
U.S.  at  the  forefront  of  biotechnology  research.  However,  we  may  be  in  danger  of  losing  our 
competitive  edge    Combined  public  and  private  investment  in  research  has  slipped  from  3  percent 
of  gross  national  product  to  2.6  percent,  and  by  2000,  for  the  first  time  in  history,  Japan  is  likely  to 
spend  more  in  real  terms  on  research  and  development  than  we  do. 

Research  Training  and  Infrastructure  Needs 

NTH  support  of  grants  and  contracts  to  universities  has  a  significant  impact  on  the  research 
and  educational  activities  of  academic  institutions  across  the  country  and  helps  to  create  jobs  at 
these  institutions.  This  support  of  higher  education  and  scientific  literacy  is  necessary  to  ensure  that 
Americans  have  skills  to  compete  in  the  international  arena    Federal  investments  in  basic 
biomedical  research  have  also  produced  the  world's  finest  scientists.  Adequate  support  for  research 
training  is  necessary  to  build  a  foundation  for  the  future  to  maintain  U.S.  preeminence  in  biomedical 
technology.  Successive  generations  of  talented  young  individuals  bring  new  ideas  and  renewed 
energy  necessary  for  continued  scientific  and  technology  discovery,  which  is  key  to  the  ability  of  the 
US.  to  compete  internationally.  Adequate  ftinding  should  be  provided  for  NIH  supported  National 
Research  Service  Award  (NRSA)  training  programs  for  predoctoral  and  postdoctoral  students  at 
academic  institutions.  Funding  should  be  provided  to  niaintain  the  number  of  trainees  in  FY  1997 
as  in  recent  years  with  a  cost  of  living  increase  for  stipends  so  as  to  attract  the  best  and  the  brightest. 
Racial  and  ethnic  minorities  have  long  been  under  represented  among  biomedical  researchers,  and 
NIH  supported  training  programs  designed  to  increase  and  expand  opportunities  for  minorities  to 
pursue  careers  in  biomedical  research  should  be  supported  with  additional  funding.  To  fully 
capitalize  upon  advances  in  medicine  and  oral  health,  increased  frinding  is  needed  to  provide  an 
increase  in  the  number  of  physician  and  dental  scientists  according  to  the  1 1,993  recommendations 
of  the  National  Research  Council. 

Increased  investment  in  NIH  is  also  necessary  for  infrastructure  development  and 
enhancement  and  state-of-the-art  research  equipment  and  supplies    Equipment  and  instrumentation 
are  increasingly  expensive,  but  are  necessary  to  support  high  caliber  research    The  NIH's  National 
Center  for  Research  Resource  (NCRR)  supports  essential  resources  for  biomedical  research    The 
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federal  commitment  to  infrastructure  needs  should  be  long-term,  stable  and  allocated  on  the  basis  of 
merit   The  Shared  Instrumentation  and  Small  Grant  Programs  and  Animal  Research  Models 
through  the  Comparative  Medicine  Program  require  additional  funding  to  provide  the  necessary 
underpinning  for  the  research  efforts  of  other  NTH  institutes 

In  closing,  the  ASM  would  like  to  again  emphasize  it's  appreciation  for  all  of  your  efforts 
and  those  of  the  Senate  Subcommittee  members  on  behalf  of  biomedical  research  and  the  NIH, 
particularly  last  year.  We  thank  you  for  giving  us  the  opportunity  to  share  our  concerns  with  you. 

The  American  Society  for  Microbiology  (ASM)  would  like  to  submit  the  following  statement 
for  the  record  on  the  Fiscal  Year  1997  {FY97)  budget  for  the  Centers  for  Disease  Control  and 
Prevention  (CDC)  The  ASM  is  the  largest  single  life  science  society  in  the  world  with  an  active 
membership  of  more  than  42,000.  ASM  members  are  involved  in  basic  and  applied  research  and 
work  in  clinical,  public  health  and  industrial  laboratories  as  well  as  academia  and  government. 
The  ASM  would  like  to  thank  you  for  your  continued  support  for  CDC  and  infectious  disease 
funding  during  this  year's  budget  negotiations.  The  ASM  appreciates  the  level  of  Congressional 
recognition  awarded  the  CDC  for  its  efforts  to  combat  the  growing  threat  of  new  and  emerging 
infectious  diseases  and  encourages  Congress  to  maintain  and  renew  that  support. 

The  public  health  infrastructure  related  to  infectious  diseases  in  the  United  States  continues 
to  be  threatened  due  to  the  lack  of  adequate  resources  at  CDC.  The  CDC  is  the  primary  agency 
responsible  for  guarding  the  public's  health,  including,  among  other  activities,  safeguarding  the 
food  and  water  supply  and  investigating  outbreaks  of  potentially  life  threatening  infectious 
diseases.  The  ASM  recommends  that  Congress  adopt  the  FY97  budget  proposal  developed  by 
the  CDC  Coalition.  The  CDC  Coalition  member  organizations  (more  than  100  in  number)  are 
committed  to  improving  the  public's  health  with  cost-effective  prevention  and  control  strategies. 
For  FY  97,  the  ASM  and  the  CDC  Coalition  are  recommending  Congress  appropriate  $2.5  billion 
for  the  CDC.  The  ASM  specifically  recommends  that  Congress  increase  funding  for  infectious 
disease  activities  at  the  CDC,  National  Center  for  Infectious  Diseases  by  $26  million,  which  is  the 
Administration's  request. 

CDC  has  developed  a  strategic  plan  to  address  emerging  infectious  diseases  and  was  able 
to  begin  implementation  of  this  plan  with  modest  budget  increases  in  FY  95  and  FY  96.  The 
strategic  plan,  "Addressing  Emerging  Infectious  Disease  Threats:  A  Prevention  Strategy  for  the 
United  States."  emphasizes  surveillance  and  targeted  research  and  prevention  activities  to 
maintain  a  strong  defense  against  infectious  diseases  that  threaten  the  public's  health.  The 
additional  $26  million  would  bring  critical  resources  for  further  implementation  of  the  CDC  plan. 
In  addition,  the  ASM  supports  the  Administration's  request  of  $8  million  for  high  priority  laboratory 
repair  and  facilities. 

Infectious  Diseases 

There  have  been  a  proliferation  and  increase  in  the  numbers  and  types  of  infectious 
diseases  being  identified  and  diagnosed  both  here  in  the  United  States  and  abroad. 
Infectious  diseases  remain  the  single  most  prevalent  cause  of  death  worldwide,  and  is  the 
third  ranked  killer  of  Americans  of  all  ages.  The  U.S.  death  rate  from  infectious  diseases 
rose  58  percent  between  1980  and  1992  and  claims  more  than  166,000  lives  annually. 
Recognized  infectious  diseases  cost  the  nation  more  than  $120  billion  each  year  (one  out 
of  every  six  health  care  dollars).  Infectious  diseases  also  account  for  one-quarter  of  all 
physician  office  visits  and  is  the  leading  cause  of  pediatric  visits  for  illness. 

There  are  many  reasons  for  this  increase,  some  known  and  some  still,  as  of  yet 
unknown.  The  known  reasons  for  the  increased  numbers  of  infectious  diseases  include 
the  rapidly  changing  global  world  of  increased  trade,  travel,  tourism  and  commerce  which 
encourage  the  rapid  transmission  of  microorganisms  between  states,  countries  and 
continents  within  days,  if  not  hours.  This  past  year  there  were  500  million  international 
travelers  traversing  the  globe  at  a  speed  and  rate  unimaginable  fifty  years  ago.  This  type 
of  travel  is  only  expected  to  continue  to  rise.  Sociological  changes  such  as  the  advent  of 
eleven  million  children  enrolled  in  day  care  settings  also  contributes  to  the  increased  rates 
of  microbiological  transmission.  The  worldwide  population  also  continues  to  grow, 
seemingly  unabated.  Worldwide  population  is  estimated  at  currently  five  billion  people. 
By  the  year  2050,  it  is  estimated  there  will  be  approximately  twelve  billion  persons  on  earth. 


359 


Ecological  changes  such  as  the  deforestation  and  development  of  former  woodland 
and  fields  have  led  to  the  emergence  of  infectious  diseases.  Undeveloped  acreage, 
teeming  with  microorganisms,  has  been  replaced  by  shopping  malls  and  residential 
developments.  The  microbes  do  not  disappear  but  rather  are  forced  to  find  new  hosts, 
Lyme  disease  (more  than  10,000  new  cases  reported  annually)  being  the  most  easily 
recognizable  example.  The  organism  which  causes  Lyme  disease  is  found  on  ticks  which 
usually  live  on  deer.  Within  the  last  ten  years,  population  centers  have  shifted  beyond  the 
traditional  metropolitan  areas  and  suburbs  to  within  proximity  of  the  local  deer  population. 
Ehrlichiosis,  a  newly  discovered  life  threatening  disease,  has  recently  been  identified, 
which  also  has  a  deer  tick  as  its  source. 

Many  chronic  conditions,  have  in  fact,  infectious  origins.  Peptic  ulcers,  once  thought 
to  be  a  chronic  condition,  have  been  determined  to  be  caused  by  heliocobacter  pylori,  a 
bacteria  found  in  the  stomach.  Cervical  cancer  is  closely  linked  with  the  human  papilloma 
virus.  The  number  one  cause  of  infertility  in  the  United  States  is  due  to  chlamydia  infection. 
Chlamydia  is  a  sexually  transmitted  disease  caused  by  a  microorganism.  The  full  costs 
of  infectious  diseases  may  be  significantly  underestimated  due  to  these  infectious  links  to 
chronic  disease. 

There  is  also  growing  evidence  that  many  formerly  unexplained  deaths  can  actually 
be  linked  to  infectious  causes.  For  example.  Legionnaires  disease  was  officially  recognized 
in  Philadelphia  in  1976.  A  retrospective  investigation  has  since  determined  that  there 
actually  were  cases  of  Legionnaires  disease  which  went  undiagnosed  in  1947  and  1957 
and  deaths,  at  the  time,  were  considered  "unknown." 

The  Ebola  virus  causes  an  often  fatal  hemorrhagic  illness  and  has  appeared  and 
reappeared  in  Africa  twice  this  past  year  alone.  Although  the  Ebola  outbreak  occurred  in 
a  remote  part  of  Africa,  a  strain  of  Ebola,  not  causing  harm  to  humans,  has  recently 
appeared  in  monkeys  in  a  laboratory  facility  in  Texas.  A  formerly  unknown  virus  of  the 
measles  family  killed  several  horses  in  Australia  late  last  year  and  then  "jumped"  to  two 
horse  trainers  who  became  ill  and  died. 

New,  resistant  strains  of  bacteria  threaten  to  make  currently  available  antibiotics 
obsolete.  Antibiotics  are  the  second  most  commonly  prescribed  category  of  drugs  in  the 
U.S.  Although,  antibiotic  resistance  is  not  yet  measured  on  a  national  scale  due  to  a  lack 
of  resources  and  the  absence  of  a  national  surveillance  system,  select  studies  strongly 
indicate  a  rapidly  growing  problem  with  resistant  strains  of  bacteria.  Estimates  of  the  cost 
to  treat  antibiotic  resistant  infections  range  as  high  as  $30  billion.  Treatment  costs  are 
escalating  due  to  ineffective  therapeutic  treatments,  and  longer  hospital  stays  which  are 
required  to  fight  resistant  organisms.  Many  hospitals  in  the  United  States  have  had  a 
problem  with  vancomycin  resistant  infections.  Vancomycin  is  considered  the  "drug  of  last 
resort,"  yet  there  is  strong  evidence  to  show  its  power  to  fight  off  infections  is  weakening. 

Despite  these  examples  of  the  growing  public  health  problem  of  infectious  diseases 
and  in  the  midst  of  these  socioeconomic  changes,  funding  for  public  health  measures  to 
combat  infectious  diseases  have,  until  very  recently,  been  declining  or  have  remained 
stagnant  CDC  is  America's  first  line  of  defense  against  microbial  pathogens  which  can 
travel  across  borders  with  their  human  or  animal  hosts.  In  fact,  diseases  that  arise  in  other 
parts  of  the  worid  can  be  easily  introduced  into  the  United  States  where  they  may  threaten 
our  national  health  and  security. 

It  is  critical  that  funding  for  this  CDC  initiative  is  maintained.  Although  the  cost  of 
full  implementation  of  the  CDC  plan  is  $125  million,  the  President's  request  of  a  down- 
payment  of  $26  million  is  reasonable  and  prudent  considering  the  current  budget 
constraints.  The  Administration's  request  of  an  additional  $26  million  in  FY97  will  enable 
CDC  to  continue  and  expand  financial  and  technical  support  to  30  state  health 
departments  for  surveillance,  epidemiologic  and  laboratory  investigations  and  educational 
programs  related  to  infectious  diseases  in  communities.  The  requested  increase  would 
also  enable  CDC  to  establish  two  additional  population-based  Emerging  Infections 
Programs  (eight  total).  These  programs  provide  population-based  estimates  of  infectious 
disease  and  monitor  risks  in  special  populations  (eg.  nursing  homes,  children  in  day  care, 
and  minority  and  underserved  persons).  Investigations  will  be  performed  to  determine 
preventable  risk  factors  and  behaviors  associated  with  emerging  infectious  diseases 
including  antibiotic  resistance. 
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CDC  will  also  be  able  to  implement  and  expand  the  four  domestic  sentinel  and  global 
surveillance  networks  which  will  be  linked  electronically  and  allow  for  a  more  rapid 
dissemination  of  information  and  increased  ability  to  detect  pathogens  and  antimicrobial 
resistance. 

Surveillance,  the  monitoring  of  trends  in  disease  prevalence,  is  the  primary 
public  health  tool  used  to  combat  infectious  diseases.  Without  adequate  surveillance, 
disease  outbreaks  flourish  without  abatement,  causing  unnecessary  illness  and  death 
and  contributing  to  the  spiraling  health  care  costs  in  this  country.  Surveillance  involves 
people  monitoring  the  incidences  of  disease,  figuring  out  how  to  stop  the  spread  of 
infectious  diseases,  and  replicating  proven  strategies  throughout  America's 
communities.  CDC  works  in  conjunction  with  local  and  state  health  officials,  private 
physicians,  hospitals,  and  community  health  groups  to  monitor  and  report  incidences  of 
infectious  diseases.  Public  health  equals  public  safety.  The  public  health  system 
needs  to  be  as  prepared  for  an  impending  microbial  onslaught  as  our  national  defense 
is  prepared  for  conventional  war. 

Less  than  1  %  of  health  care  expenditures  are  devoted  to  public  health,  when  in 
fact,  investing  in  public  health  could  prevent  additional  resources  having  to  be 
expended  to  diagnose  and  treat  public  health  problems  (food  borne  illnesses, 
waterborne  illnesses  etc.).  CDC  is  a  unique  national  resource  that  has  to  be 
maintained  and  bolstered  and  is  fundamental  to  the  nation's  sense  of  quality  of  life  in 
the  United  States.  The  American  people  expect  and  deserve  a  water  and  food  supply 
which  does  not  make  them  ill  or  cause  them  to  die.  Prevention  of  infectious  diseases  is 
a  national  responsibility  due  to  the  microorganisms  lack  of  respect  for  local,  state,  and 
international  borders.  Investing  in  infectious  disease  prevention  has  demonstrable 
savings.  Since  smallpox  was  eradicated  in  1977,  the  total  investment  of  $32  million  has 
been  returned  to  the  United  States  every  26  days.  Public  health  measures  that  prevent 
or  control  infectious  diseases  are  extremely  cost-effective. 

Laboratory  Facilities 

CDC  has  a  current  backlog  of  repair  and  improvement  projects  in  the  amount  of 
$88  million.  According  to  the  "DHHS  Facilities  -  FY  1997  R  &  I  Repair  and 
Improvement  Budget  Formulation"  CDC  should  be  investing  $19  million  to  keep  pace 
with  increasing  maintenance  costs.  At  a  minimum,  the  ASM  recommends  Congress 
support  the  Administration's  request  of  $8  million  which  will  provide  for  the  design  and 
construction  of  15.000  square  feet  of  Biosafety  Level  3  containment  laboratory  space 
and  allow  CDC  to  renovate  it  current  laboratories  which  are  35  years  old  and 
deteriorating.  Conditions  of  existing  laboratory  space  include  antiquated  air  handling 
systems  which  place  hundreds  of  individuals  at  risk  from  highly  infectious  and 
dangerous  organisms. 

Conclusion: 

The  ASM  would  like  to  thank  Congress  for  its  continued  support  and  recognition  of 
CDC's  unique  role  in  combating  infectious  diseases.  Recognition  of  this  problem  is  the  first 
step  to  controlling  and  preventing  infectious  diseases.  The  extraordinary  resilience  of 
infectious  microbes  which  have  a  remarkable  ability  to  evolve,  adapt,  and  develop 
resistance  to  drugs  requires  the  nation's  attention  and  resources  to  prevent  unnecessary 
human  suffering. 

The  ASM  strongly  recommends  Congress,  at  a  minimum,  support  the 
Administration's  request  of  an  additional  $26  million  for  infectious  disease  activKies  at  CDC 
and  an  additional  $8  million  for  laboratory  repair  and  improvement.  Thank  you  for 
considering  our  request  and  recommendations. 
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STATEMENT  OF  REV.  WILLIAM  L.  GEORGE,  S.J.,  ASSISTANT  TO 
THE  PRESIDENT  OF  GEORGETOWN  UNIVERSITY,  ON  BEHALF 
OF  THE  NATIONAL  REFERENCE  CENTER  FOR  BIOETHICS 
LITERATURE 

Mr.  Chainnan  and  members  of  the  Committee.  I  am  Rev.  William  L.  George,  S.J., 
assistant  to  the  president  of  Georgetown  University.    Thank  you  for  the  opportunity  to  submit 
testimony  for  the  record  on  the  National  Re'crcnce  Center  for  Bioethics  Literature. 

The  National  Reference  Center  for  Bioethics  Literature  is  the  nation's  only  specialized 
lib'ary  for  biomedical  ethics.    This  library  was  founded  in  1973  at  the  Kennedy  Institute  of 
Etliics.    In  1985  tJie  library  was  selected  by  tlie  National  Library  of  Medicine  to  be  the  national 
repository  for  information  in  this  important  field.    The  Center  currently  contains  20,000  books 
and  more  than  1 10.000  individually  cataloged  articles.    It  offers  toll-free  reference  services  to 
educators,  students,  and  interested  citizens  nationwide. 

The  National  Reference  Center  is  a  parmership  of  the  private  and  public  sectors.    One- 
third  of  the  Centers  budget  is  provided  by  Georgetown  University  and  other  private  sources. 
However,  at  least  eighty-five  per  cent  of  the  work  of  the  Center  is  carried  out  directly  for 
persons  outside  Georgetown  University.  The  Center  needs  an  adequate  level  of  federal  support 
in  order  to  continue  its  national  mission.    In  FY'95  the  federal  portion  of  the  Center's  budget 
was  cut  by  almost  one-third,  to  $400,000.    We  request  that  the  Congress  ask  the  funding  agency 
to  restore  this  cut  atid  to  include  funding  at  the  level  of  $600,000  in  its  FY'96  budget,  which 
would  maintain  the  slice  of  the  Centers  staff  (which  has  remained  constant  since  1985  despite  a 
tripling  in  the  demand  for  its  vital  information  services). 

A  companion  p'-oject.  the  Bioethics  Information  Retrieval  Project,  produces  an  online 
database,  BIOETHICSLINE,  tor  the  National  Library  of  Medicine.    The  database,  which 
includes  46.000  bibliographic  records  from  multiple  academic  disciplines,  guides  users  to  the 
literature  on  topics  like  gene  therapy,  access  to  health  care,  and  appropriate  care  for  terminally 
ill  patients.    BIOETHICSLINE  is  searched  through  NLM  alone  by  an  average  of  more  than  400 
different  users  per  month  in  the  United  States  and  abroad,  and  its  printed  version,  die  annual 
Bibliography  of  Bioethics.  is  used  in  1.500  libraries  worldwide. 

These  two  resources  suppon  an  enormous  enterprise  of  bioethics  education  in  the 
United  States.    At  the  college  level,  we  estimate  that  approximately  4,000  bioethics  courses 
are  currently  offered  by  the  nation  s  3,200  two-  and  four-year  colleges.    Virtually  all  of  the 
nations  126  medical  schools.  1470  nursing  programs,  and  3.055  programs  in  allied  health 
also  provide  training  in  bioethics  to  future  health  professionals.    There  are  now  28  training 
programs  in  the  nation  that  lead  to  advanced  degrees  in  bioethics.    In  addition,  many  high 
schools  have  begun  to  include  bioethics  courses  or  modules  in  their  science  curricula.    The 
total  cost  of  these  bioethics  education  programs  nationwide  is  in  the  range  of  $20-25  million 
per  year.    The  National  Reference  Center  and  the  Bioethics  Information  Retrieval  Project  are 
the  only  national  information  resources  for  bioethics.    With  adequate  funding,  the  National 
Reference  Center  will  continue  to  provide  prompt,  courteous,  and  cost-effective  service  to 
the  nation  in  this  cutting-edge  area  of  interdisciplinary  ethics  education. 


STATEMENT  OF  CHARLES  AND  MARY  KAYE  RICHTER,  ON  BE- 
HALF OF  THE  NATIONAL  FOUNDATION  FOR  ECTODERMAL 
DYSPLASIAS 

My  name  is  Charles  Richter.  I  live  in  Lebanon,  a  small  town  in  southwestern 
Illinois.  I  am  a  member  of  the  class  of  '96  at  Lebanon  High,  a  student  council 
member,  section  editor  for  our  school  yearbook  and  defensive  captain  of  our 
school's  highly  successful  soccer  team.  I  bring  that  to  your  attention  only  to 
underscore  the  fact  that  when  I  was  diagnosed  with  ectodermal  dysplasia  1 5  years 
ago,  my  parents  were  told  I  would  probably  never  do  any  of  those  things.    As  my 
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mom  tells  it,  they  went  home  from  the  doctor  that  day  fearful  that  my  chances  for  a 
normal  life  were  unlikely. 

While  some,  including  me,  would  give  a  pat  on  the  back  to  my  parents  for 
enabling  me  to  do  the  unexpected,  it  is  important  to  remember  that  the  opportunities 
and  chances  for  life  changing  improvements  in  debilitating  conditions  are  only 
possible  through  medical  research.  Ectodermal  dysplasia  is  a  genetic  disorder 
primarily  affecting  the  hair,  nails,  sweat  glands  and  teeth.  There  are  1 50  variations 
of  the  condition  ranging  from  mild  to  devastating  in  their  effects.  Even  though  ED 
was  first  identified  more  than  200  years  ago,  until  recently,  little  was  known  about 
the  conditions.  At  the  time  that  I  was  diagnosed,  doctors  had  little  useful 
information  to  share  with  my  parents  in  spite  of  their  efforts  to  contact  physicians 
throughout  the  country.  I  was  one  lucky  kid  in  that  the  doctors  who  ultimately 
provided  care  for  me  were  determined  to  do  the  very  best  for  me  and  though  they 
oflen  resorted  to  trial  and  error  based  treatment,  most  of  my  care  was  extraordinary. 

For  me,  two  inconveniences  associated  with  ectodermal  dysplasia  provide  the 
most  difficulty.  One  is  my  lack  of  teeth  and  the  other  is  my  inability  to  perspire 
which  is  a  special  challenge  on  the  soccer  field.  I  received  my  first  set  of  dentures 
when  I  was  2  1/2  years  old.  There  are  all  sorts  of  stories  associated  with  my  initial 
adjustment  to  the  teeth  from  hiding  them  from  my  mom  to  sticking  them  out  at 
staring  adults.  The  dentures  were  changed  about  every  eighteen  months  until  I 
reached  the  age  of  ten  or  so.  By  that  time,  my  jaw  bone  had  significantly  withered 
away  which  complicated  my  ability  to  speak  and  eat  with  my  dentwes.  In  fact,  by 
the  time  I  reached  twelve,  my  jaw  bones  had  so  diminished  that  my  diet  was  limited 
to  liquids  or  very  soft  foods. 

It  was  then  that  research  undertaken  by  the  National  Institute  of  Dental 
Research  would  make  a  pivotal  change  in  my  oral  health  life.  Several  years  ago,  the 
Institute  initiated  a  project  to  determine  the  safety  and  efRcacy  of  dental  implants  in 
people  who  had  no  teeth.  At  the  time,  I  was  among  the  youngest  members  of  the 
group.  We  were  of  special  interest  as  no  scientific  information  was  available  to 
substantiate  the  use  of  implants  in  children.  Four  years  ago,  I  had  the  opportunity  to 
speak  with  this  committee  on  the  day  prior  to  my  first  surgery  associated  with  the 
installation  of  titanium  implants  in  my  lower  jaw.  Approximately  seven  months 
later,  the  work  was  finished.  I  sit  here  before  you  today  as  living  proof  of  the 
advantages  of  implants  not  only  for  the  elderly  but  for  anyone  needing  tooth 
replacement. 

For  me,  the  implants  made  dramatic  changes  in  my  life.  No  longer  is  my  diet 
limited  to  soft  foods  and  no  longer  must  I  worry  about  dentures  slipping  at  an 
inappropriate  time.  I  can  go  about  life  with  more  confidence  than  denture  adhesives 
could  ever  provide. 

My  inability  to  perspire  is  a  problem  of  a  different  sort-one  that  at  the 
moment  deals  with  response  ratfier  than  cure.  For  example,  in  order  to  play  soccer 
on  warm  days,  I  do  so  with  a  wet  shirt  and  frequent  breaks.  On  hot  days,  I  cheer 
my  team  on  from  the  sidelines.  Those  are  the  only  days  that  I  really  resent  my 
unique  condition.  Perhaps  one  day  someone  at  the  National  Institutes  of  Health  will 
figure  out  how  kids  like  me  can  sweat  so  they  can  go  about  riding  bikes  or  playing 
ball  like  any  other  kid. 

As  you  contemplate  the  funding  for  agencies  like  the  National  Institute  of 
Dental  Research,  I  would  urge  you  to  remember  that  the  National  Institutes  of 
Health  singularly  impacts  the  health  of  the  American  public  like  no  other.  I  want  to 
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thank  you  for  appropriating  the  funds  that  made  my  care  possible.  I  want  to  thank 
you  for  making  a  difference  in  my  life  that  no  private  company  would  ever  consider 
given  the  rareness  of  ectodermal  dysplasia.  I  want  to  thank  you  for  all  those  people 
who  are  waiting  for  the  opportunity  to  have  a  chance  at  normalcy  in  their  lives  as  a 
result  of  medical  research.  I  want  to  give  living  testimony  that  helping  one  another 
is  a  premise  this  nation  was  founded  upon--a  premise  worth  continuing. 

I  am  Mary  Kaye  Richter,  Executive  Director  of  the  National  Foundation  for 
Ectodermal  Dysplasias  and  proud  mother  of  Charles,  who  provided  a  part  of  this 
testimony.  The  life  of  our  family  took  an  interesting  twist  when  our  son  was 
diagnosed  as  being  affected  by  ectodermal  dysplasia.  It  has  been  a  journey  mixed 
with  fear,  anxiety,  frustration,  exhilaration  and  joy. 

Feelings  of  fear,  anxiety  and  frustration  were  common  during  the  early  years 
of  our  dealing  with  ED.  When  educated  professionals  couldn't  even  give  an 
educated  guess  as  to  what  might  be  expected,  those  feelings  were  significantly 
heightened.  I  remember  one  doctor,  who  in  essence  said,  "we  don't  know  what 
we're  doing  but  we'll  give  it  our  best  shot."  Those  weren't  words  to  alleviate 
concern  but  rather  underscored  that  we  were  about  to  set  upon  a  journey  in  which 
"flying  by  the  seat  of  our  pants"  was  the  only  method  of  transportation. 

And  so  we  traveled.  Some  avenues  amounted  to  wastes  of  time-hours  spent 
with  specialists  who  could  only  shrug  and  shake  their  heads..  Others  were 
pathways  littered  by  wasted  money  such  as  purchases  of  cooling  gear  which  didn't 
fit  or  was  ineffective. 

Can  you  then  imagine  the  importance  of  the  National  Institutes  of  Health  to 
families  like  the  thousands  we  represent  who  look  to  the  National  Institute  of  Dental 
Research  for  answers  to  their  oral  health  concerns  or  to  the  National  Institute  of 
Arthritis,  Musculoskeletal  and  Skin  for  new  solutions  to  hair  and  skin  care?  What 
these  Institutes  have  become  for  us  is  the  single  refuge  of  our  hope.  Hcpe  for 
understanding.  Hope  for  treatment.  Hope  for  cure. 

When  our  organization  began  some  fifleen  years  ago,  the  paucity  of  credible 
information  about  ectodermal  dysplasia  was  abhorrent.  With  the  passage  of  time, 
the  involvement  of  outstanding  researchers  and  the  commitment  of  the  Congress  to 
provide  this  nation's  citizens  with  the  worid's  finest  research  Institution,  our  fears, 
anxieties  and  frustration  are  being  replaced  by  exhilaration  and  joy. 

I  carmot  begin  to  tell  you  the  personal  joy  our  family  experienced  as  a  result 
of  the  implant  program  at  the  National  Institute  of  Dental  Research.  I  suspect  I  may 
be  the  only  mother  in  the  country  who  has  cried  in  a  Taco  Bell  because  her  son 
could  chew  through  a  burrito.  But  when  you  have  watched  a  child  exist  for  a 
lifetime  on  soup  and  cereal,  the  first  meal  with  implanted  teeth  became  an  event  of 
major  proportions  for  our  family.  Our  joy  for  our  son  was  boundless.  While  that 
was  a  special  day  for  our  family,  January  1  of  1994  had  greater  significance  for  a 
broader  scope  of  families. 

It  was  on  that  day  that  the  National  Oral  Health  Information  Clearinghouse 
began  to  disseminate  materials.  Under  the  auspices  of  the  National  Institute  of 
Dental  Research,  NOHIC  is  a  repository  of  oral  health  information  pertinent  to 
patients  with  special  needs.  Whether  the  disability  is  multiple  sclerosis,  ADDS, 
Down  syndrome,  ED  or  any  other  condition  requiring  unique  oral  health 
approaches,  a  vast  array  of  care  information  has  been  gathered  together  available  for 
immediate  distribution  following  a  single  telephone  call.    At  last,  any  doctor  or 


client  can  contact  a  resource  that  distributes  current  oral  health  information  relative 
to  special  needs  patients. 

Another  effort  of  invaluable  importance  to  our  families  is  that  of  genetic 
research  supported  by  funding  from  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Research  and  the  National  Institute  of  Dental  Research. 
With  the  identification  of  the  gene  responsible  for  hypohidrotic  ectodermal 
dysplasia,  not  only  can  carrier  identification  become  certain  but  our  hopes  for 
genetic  engineering  capable  of  replacing  the  errant  gene  with  a  normal  one  remain 
high. 

I  am  well  aware  that  without  appropriations  from  this  committee  for  the 
National  Institute  of  Dental  Research  and  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Research,  our  lives  would  be  very  much  different.  Surely 
my  son  would  not  have  been  a  part  of  a  research  project  that  was  invaluable  to  him 
and  anyone  else  in  need  of  tooth  replacement.  Without  a  doubt,  families  like  ours 
would  continue  to  fly  blind  as  they  make  their  way  through  the  medical/dental  maze 
created  by  ectodermal  dysplasia.  But  most  of  all  we  would  exist  with  no  hope  that 
future  generations  could  live  without  the  challenges  of  ectodermal  dysplasia.  For  it 
will  be  then  that  little  boys  would  not  have  to  wony  if  it  was  too  hot  to  catch  a  ball 
with  their  dads  or  whether  or  their  mouths  would  allow  the  eating  of  eat  an  ^ple, 
little  girls  would  never  wonder  if  they  would  ever  have  enough  hair  in  which  to  tie  a 
satin  ribbon  or  a  smile  capable  of  touching  a  heart  and  faniilies  would  never 
experience  the  agony  of  being  unable  to  make  everything  okay  for  the  children  they 
so  desperately  love. 

On  behalf  of  my  son  and  the  families  our  organization  serves,  I  thank  you  for 
not  only  giving  us  help  but  giving  us  hope.  This  year  groups  like  the  Coalition  of 
Patient  Advocates  for  Skin  Disease  Research  and  the  National  Alliance  for  Oral 
Health  and  the  National  Foundation  for  Ectodermal  Dysplasias  are  encouraging  you 
to  support  appropriations  of  $12.7  billion  for  the  National  Institutes  of  Health 
enabling  allocations  of  $198  million  for  the  National  Institute  of  Dental  Research 
and  $258  million  for  the  National  Institute  of  Arthritis,  Musculoskeletal  and  Skin 
Research.  With  continued  financial  support  for  these  Institutes  at  these  levels  our 
hope  lives  on. 

STATEMENT  OF  DR.  RACHEL  RITVO,  ON  BEHALF  OF  THE 
AMERICAN  ACADEMY  OF  CHILD  AND  ADOLESCENT  PSYCHIATRY 

Introduction 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  appreciates  this  opportunity  to  testify 
before  the  House  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services,  and 
Education  and  Related  Agencies  regarding  fiscal  year  1997  appropriations  for  the  National  Institute 
of  Mental  Health  and  the  Substance  Abuse  and  Mental  Health  Services  Administration. 

American  Academy  of  Child  and  Adolescent  Psychiatry 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  is  a  national,  professional  association 
of  over  5,900  child  and  adolescent  psychiatrists.  Its  members  are  physicians  who  have  completed  a 
general  psychiatry  residency  and  a  two-year  residency  training  program  in  child  and  adolescent 
psychiatry    This  medical  discipline  is  concerned  with  the  prevention,  diagnosis  and  treatment  of 
developmental  and  psychiatric  disorders  in  children,  adolescents  and  their  families. 

National  Institute  of  Mental  Health 

Since  founding  the  Academy  in  1953,  members  have  placed  research  of  the  disorders  of  childhood 
and  adolescence  at  the  forefront  of  its  advocacy.  The  National  Institute  of  Mental  Health  is  a  key 
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to  the  national  effort,  contributing  leadership,  research  directions,  and  consistent  backing  for  child 
and  adolescent-centered  projects. 

The  scientific  community's  impressive  advances  are  most  often  attributable  to  NIMH-sponsored 
research.  Most  notable  are  recent  breakthroughs  related  to  the  organic  contributions  to  the  onset 
of  psychiatric  disorders,  such  as  childhood  depression  and  attention-deficit/hyperactivity  disorder, 
and  the  treatment  of  those  disorders  using  combinations  of  psychotherapy  and 
psychopharmacology.  These  findings  stimulated  the  recruitment  and  training  of  new  researchers 
into  a  specialty  are  that  was  so  small  and  under  funded  that  both  the  Institute  of  Medicine  and  the 
^fIMH  had  campaigned  for  an  infusion  of  concentrated  attention. 

Maintaining  existing  projects  and  our  momentum  for  generating  new  research  is  viewed  as  so 
essential  that  the  Academy  implemented  an  aggressive  campaign  to  increase  the  number  of 
researchers,  to  broaden  the  diversity  of  the  research  projects,  and  to  give  tecfmical  assistance  for 
research  support.  Working  in  partnership  with  the  National  Institute  of  Mental  Health  and  the 
Substance  Abuse  and  Mental  Health  Services  Administration,  the  Academy  is  an  example  of  how 
public  and  private  funding  can  be  combined  to  enhance  and  contribute  to  research  careers.  Over 
the  last  five  years,  100  new  researchers  benefited  fi-om  joint  efforts. 

Appropriations  for  the  National  Institute  of  Mental  Health  is  especially  important  to  these  research 
projects  and  partnerships.  In  FY  1995,  NIMH  officially  and  successfully  completed  the 
Congressionally  requested  five-year  National  Plan  for  Research  on  Child  and  Adolescent  Mental 
Disorders.  Although  there  has  been  a  good  start,  the  work  is  not  complete.  The  much  needed 
emphasis  on  research  into  child  and  adolescent  mental  disorders  has  generated  a  stimulating 
research  agenda  for  the  next  five  years. 

In  FY  1997,  NTMH  will  be  tested  to  continue  its  leadership.  The  National  Plan  focused  on  three 
goals,  which  continue  to  give  us  the  directions  critical  for  fiiture  breakthroughs  in  diagnosing  and 
treating  mental  disorders  of  children.  NIMH  used  the  plan  to: 

o  Develop  and  sustain  a  critical  mass  of  basic  and  clinically  oriented  researchers  focused  on 

mental  disorders  that  afflict  children  and  adolescents.  The  NIMH's  K-12  young  investigator 
development  program  has  allowed  child  and  adolescent  psychiatrists  to  move  from  a  small  research 
program  to  a  major  research  center  for  five  years,  after  which  they  return  to  their  original  program 
to  infuse  it  with  new  research  impetus.  Six  researchers  are  participating  in  this  program.  This  is  an 
excellent  example  of  how  to  build  a  base  for  investigations  that  will  contribute  to  the  treatment  of 
mental  illnesses  far  into  the  next  century. 

o  Stimulate  a  range  of  basic  and  clinical  research  at  the  fi-ontiers  of  scientific  inquiry. 

Academy  members  have  used  NIMH  research  grants  to  explore  psychiatric  disorders  with  onset  in 
childhood:  clinical  depression,  which,  without  treatment,  often  leads  to  suicide;  behavior  disorders 
such  as  attention-deficit/hyperactive  disorder,  which,  when  untreated,  can  leave  a  child  friendless, 
shunned,  out-of-control  and  labeled  for  life. 

0  Develop  and  lead  an  institute- wide  consortium  of  NIMH  program  staff  concerned  with  child 

and  adolescent  mental  health  research.  Links  between  research  and  communications  within  the 
Institute  are  a  tribute  to  the  leadership  of  the  NIMH  staff. 

These  goals  pointed  out  the  need  for  funding  increases  in  NIMH  for  research  into  the  disorders  of 
childhood  and  adolescence  and  an  effort  to  provide  internal  coordination  of  research  related  to 
children  and  adolescents. 

Future  Research  Priorities 

Any  decrease  in  the  research  budget  could  jeopardize  the  innovative  and  exciting  research 
projects  generated  by  the  five-year  nations^  plan.  Few  will  disagree  that  the  new  research 
nndlngs  that  warrant  the  greatest  emphasis  are  those  relating  to  the  nature  and  types  of 


366 


mental  disorders  that  a(Tcct  children,  the  magnitude  or  the  those  disorders  in  the  population 
and  the  efTectiveness  of  the  treatments  available.    What  did  the  five-year  plan  teach  us 
about  the  future?  It  provided  the  following  directions  for  research  priorities  in  the  next  five 
years: 

•  Treatment  and  prevention  of  prevalent  and/or  disabling  disorders 

The  highest  priority  for  research  continues  to  be  the  development  of  safe  and  effective  treatments 
for  severe  and  disabling  mental  disorders  including  childhood-onset  schizophrenia,  bipolar  disorder, 
major  affective  disorder,  attention-deficit/hyperactivity  disorder,  and  conduct  disorder.  Conduct 
disorder,  despite  its  seemingly  harmless  label,  should  be  given  special  consideration  because  of  its 
resistance  to  conventional  interventions  and  links  to  criminal  outcomes  when  untreated  or  under 
treated.  School-based  prevention  and  treatment  programs  that  are  cost-effective  and  that  involve  a 
component  of  education  should  be  included  in  this  research  priority. 

•  Effects  of  psychotropic  medications  on  children  and  adolescents 

A  second  priority  is  research  into  the  use  of  psychotropic  medications  for  treating  children  and 
adolescents  with  mental  illnesses.  Currently,  such  medications  are  used  "oflF  label"  and  are  subject 
to  the  Food  and  Drug  Administration's  concerns,  which  have  threatened  restrictions  on  all  "off 
label  medications.  Many  of  these  medications  have  been  found  to  be  clinically  sound,  but  as  their 
numbers  grow,  the  research  resources  must  be  there  to  assess  the  eflFects  on  younger  persons.  It  is 
not  acceptable  to  extrapolate  research  on  adults  and  apply  it  to  children.  Separate  investigations 
must  be  done,  and  this  would  be  an  appropriate  area  to  create  incentives  for  private  resources  to  be 
combined  with  public  appropriations. 

•  Utilization  of  Research  Progress  in  the  Basic  Sciences  to  the  Understanding  of  Major 
Childhood  Mental  Disorders 

Given  the  dramatic  advances  over  the  past  decade  in  the  developmental  neurosciences  and  in 
human  genetics,  unparalleled  opportunities  now  exist  to  advance  our  understanding  of  basic  genetic 
and  neurobiological  mechanisms  involved  in  the  pathophysiology  of  childhood  and  adolescence 
disorders.  The  application  of />;  vitro  neuroimaging  techniques,  particularly  the  rapidly  advancing 
field  of  functional  magnetic  resonance  imaging  (£MRI),  should  permit  the  noninvasive  visualization 
of  changes  in  cerebral  blood  flow.  This  should  aid  in  the  identification  of  the  neurobiological 
substrates  of  specific  disorders  and  aid  in  the  localization  of  brain  regions  that  are  crucially  involved 
in  treatment  response. 

•  Genetic  Research  Specific  to  Child  and  Adolescent  Mental  Disorders 

Genetic  factors  are  important  contributors  to  the  pathogenesis  of  a  number  of  child  and  adolescent 
mental  disorders.  The  ability  to  manipulate  and  study  human  DNA  should  permit,  given  suflHcient 
resources,  the  identification  and  characterization  of  the  genes  of  major  or  moderate  importance  into 
conditions  such  as  autism,  dyslexia,  Tourette's  syndrome,  obsessive-compulsive  disorder,  bipolar 
disorder  and  schizophrenia. 

•  Early  Brain  Development 

Advances  in  our  understanding  of  other  environmental  risks  and  protective  factors  that  influence 
brain  development  is  cnicial,  and  the  period  of  early  brain  development  appears  to  be  critically 
important  in  this  advancement.    NIMH  must  be  able  to  support  investigators  who  will  trace 
influences  on  development  and  translate  them  into  efiFective  prevention  and  treatment  plans. 

•  Interdisciplinary  Research 

Interdisciplinary  research  that  brings  together  basic  developmental  neuroscientists  and  clinical 
investigators  should  be  encouraged.  NIMH  plans  to  move  forward  on  models  for  this  type  of 
endeavor,  and  support  for  the  models  should  be  assured  by  the  level  of  appropriations. 

Ongoing  Critical  Research  Project  UNOC-CAP 

In  FY  1993.  a  15  percent  set-aside  for  researching  services  to  the  mentally  ill  is  now  the  basis  for 
the  service  Use,  Need,  Outcomes  and  Costs  for  Child  and  Adolescent  Populations  (XJNOC- 
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CAP)  study    UNOC-CAP  involves  a  systematic  study  of  children's  mental  illness  needs  and 
services  based  on  a  representative  national  sample  of  children,  as  well  as  a  more  in  depth 
examination  of  service  needs  and  utilization  in  four  sites  with  diverse  regional,  cultural  and 
economic  backgrounds  (Los  Angeles,  Baltimore,  St.  Louis,  and  North  Carolina). 

This  study  will  delineate  the  extent  of  the  needs  for  mental  illness  services  in  this  country  (including 
the  prevalence  and  incidence  of  child  and  adolescent  psychopathology  at  local  and  national  levels), 
the  patterns  of  service-related  outcomes  for  children  and  adolescents  who  do  and  do  not  receive 
care,  and  the  costs  of  care.  The  national  sample  of  7,000  children,  aged  4  to  17,  provides 
unprecedented,  longitudinal  research  opportunities  to  examine  a  range  of  risk  and  protective 
factors. 

Already  called  the  study  of  the  decade,  UNOC-CAP  will  be  critical  in  assessing  how  children  with 
serious  emotional  disorders  fare  in  the  current  system.  The  study  is  longitudinal  and  will  track 
children  across  all  service  systems:  education,  juvenile  justice,  welfare,  health,  and  mental  health. 
Children  aged  four  and  above  are  being  followed  for  at  least  five  years  as  they  access  the  system 
and  receive  services. 

It  is  imperative  that  services  research  funding  be  available  for  the  UNOC-CAP  study.  Congress  can 
be  proud  of  providing  the  federal  resources  necessary  to  measure  the  illnesses,  the  services  and  the 
lives  of  the  children  touched  by  them.  It  is  almost  the  equivalent  of  funding  a  cognitive  CAT  scan 
of  child  and  adolescent  emotional  disorders  as  they  are  managed  in  the  current  system. 

Dissemination  and  Advocacy 

NIMH  is  developing  strategic  plans  to  increase  the  dissemination  of  scientific  infonnation  and 
findings  in  the  area  of  child  and  adolescent  mental  disorders.  The  new  research  findings  will  engage 
the  Center  for  Mental  Health  Services  (CMHS)  and  other  interested  lay  and  professional 
organization  in  a  well-organized  effort  to  inform  the  public  concerning  the  magnitude  and 
consequences  of  child  and  adolescent  mental  disorders.  NIMH  is  also  preparing  to  convey  in 
appropriate  media  settings  the  results  of  empirical  research  and  the  need  to  take  advantage  of 
advances  in  related  scientific  disciplines.  The  importance  of  timely  dissemination  cannot  be 
overstated. 

INSTITUTE  (NIMH,  NIDA,  NIAAA)  RECOMMENDATIONS: 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  recnrnmends  that  NIMH 
aDpropriations  be  increased,  that  $711  million  be  appropriated  for  FY  1997  NIMH  research 
programs,  and  that  NPVtH's  child  and  adolescent  research  agenda  be  supported  in  report 
language. 

The  Academy  further  recommends  that  appropriations  for  the  two  Institutes  connected  tp 
research  into  mental  illnesses,  the  National  Institute  of  Drue  Abuse  and  the  National 
Institute  of  Alcohol  and  Alcohol  Abuse,  be  increased  to  $501  million  and  S216  million 
respectively. 

SUBSTANCE  ABUSE,  MENTAL  HEALTH  SERVICES  ADMINISTRATION 

The  newest  administration,  SAMHSA,  is  the  home  of  the  Center  for  Mental  Health  Services.  The 
Center  is  administering  grants  to  states  and  communities  for  innovative  systems  of  care  for  people 
with  mental  illnesses,  with  special  emphasis  on  children  and  adolescents.  The  Planning  and  System 
Development  Program  (formerly  known  as  the  Child  and  Adolescent  Service  System  Program)  and 
the  Children's  Mental  Health  Services  Improvement  Act,  authorized  in  1992,  both  provide  funds  to 
states  and  communities  to  use  for  providing  a  comprehensive  range  of  services  for  children  and 
adolescents  with  mental  illnesses  and  their  families. 

Planning  and  System  Development  Program  fPSDP) 

Providing  services  for  mental  illnesses  is  an  important  counterpart  to  research.  The  Planning  and 
System  Development  Program  is  a  remarkably  effective  and  efficient  program,  which  began  as  the 


Child  and  Adolescent  Service  System  Program  (CASSP)  in  1984.  It  has  improved  systems  of 
service  delivery  to  children  and  adolescents  who  are  severely  emotionally  disturbed.  Few  grant 
programs  are  so  effective.  States  and  communities  recognize  the  solid  rational  of  integrating 
systems  for  better  access,  evaluation  and  treatment.  Through  PSDP,  mental  health,  health, 
education,  juvenile  justice,  nutrition,  substance  abuse  treatment,  and  special  education  are 
coordinated  at  the  state  and  community  level.  SAMHSA  supports  the  service  system  improvement 
grant  program  with  technical  assistance  and  with  special  programs  for  children  and  adolescents  and 
their  families  who  are  homeless,  infected  with  the  ADDS  virus,  or  part  of  a  cultural  minority. 

Comprehensive  Community  Mental  Health  Services  for  Children  Act  (P.L.102-321) 

Congress  approved  the  Comprehensive  Community  Mental  Health  Services  for  Children  Act  in 
1992,  as  a  part  of  the  ADAMHA  reorganization.  This  legislation  provides  states  and  communities 
with  resources  to  organize  and  deliver  comprehensive,  interagency  services  to  children  and 
adolescents  with  serious  emotional  disorders.  Authorized  for  $200  million,  this  program  received 
only  $4.9  million  in  FY  1993  to  begin  its  work.  In  FY  1994,  the  appropriations  were  $35  million, 
with  a  significant  increase  to  $60  million  in  FY  1995,  and  only  a  slight  decrease  to  $59.2  million  in 
FY  1996.  Service  site  funding  has  now  reached  22  areas  of  the  country,  but  over  40  applications 
for  assistance  have  been  received.  At  least  $80  million  is  needed  to  allow  states  and  communities 
to  serve  children  and  adolescents  through  a  range  of  coordinated  services,  such  as  day  treatment, 
respite  care,  outpatient  services  in  various  settings,  and  intensive  home-based  treatment. 

The  American  Academy  of  Child  and  Adolescent  Psvchiatrv  recommends  $24  million  be 
appropriated  for  the  SAMHSA  Community  Support  Program/Planning  and  System 
Development  Program,  and  also  recommends  S80  million  for  the  Children's  Mental  Health 
System  Improvement  Act. 

Summary 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  strongly  supported  the  development  of 
the  National  Plan  for  Research  on  Child  and  Adolescent  Emotional  Disorders.  In  the  1980's,  the 
Institute  of  Medicine  found  that  for  childhood  disorders  research  was  lagging,  researchers  were 
few,  and  breakthrough  diagnoses  and  treatments  were  not  finding  their  way  into  the  field.  Progress 
has  changed  this  pattern,  but  in  FY  1995,  the  five-year  plan  ended.  It  is  time  to  safeguard  what 
has  begun  and  look  to  the  benefits  of  research  investments.  With  continued  support,  it  will  be 
possible  to  realize  the  benefits  of  programs  for  recruiting  and  training  future  researchers.  They  will 
be  the  future  of  understanding  and  treating  child  and  adolescent  mental  disorders. 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  COSMETOLOGY 
SCHOOLS 

The  American  Association  of  Cosmetology  Schools  ("AACS")  hereby  submits  its 
testimony  regarding  appropriations  for  the  Department  of  Education  for  fiscal  year  1997.  AACS 
a  trade  association  of  approximately  600  privately  owned,  for-profit  cosmetology  schools. 
Collectively,  its  members  teach  between  30.000  and  35,000  students  annually. 

When  Congress  enacted  P.L.  104-134.  the  bill  providing  funding  for  the  Department  of 
Education  for  FY96,  it  included  section  512  which  reads  as  follows: 

Sec.  512:  None  of  the  funds  made  cnvilahle  in  this  Act  may  he  used  for  Pell  Grants  under  subpart  I 
of  part  A  of  title  IV  of  the  Higher  Education  Act  of  1995  to  students  attending  an  institution  of  higher 
education  that  is  ineligible  to  participate  in  a  loan  program  under  such  title  as  a  result  of  a  final 
default  rate  determination  made  by  the  Secretary  under  the  Federal  Family  Education  Loan  or 
Federal  Direct  Loan  program  under  parts  B  and  D  of  such  title,  respectively,  and  issued  by  the 
Secretary  on  or  after  February  14.  1 996.  The  preceding  sentence  shall  not  apply  to  an  institution  that 
(1)  was  not  participating  in  either  such  loan  program  on  such  date  (or  would  not  have  been 
participating  on  such  date  but  for  the  pendency  of  an  appeal  of  a  default  rate  determination  issued 
prior  to  .'nich  date)  unless  the  institution  subsequently  participates  in  either  such  loan  program:  or  (2) 
has  a  participation  rate  index  (as  defined  at  34  CFR  668. 1 7)  that  is  less  than  or  equal  to  0. 03  75.   No 


inslilution  may  he  subject  to  the  Icnus  of  this  section  unless  it  has  had  the  opportunity  to  appeal  its 
default  rate  determination  under  regulations  issued  by  the  Secretary  for  the  FFEL  and  Federal  Direct 
Loan  Program 

A  ACS  strongly  opposes  the  inclusion  of  this  section  in  the  FY97  appropriations  bill  for 
the  Department  of  Education.  Furthermore.  AACS  would  urge  the  Congress  to  repeal  Section 
512  of  P. L.  104-134  for  several  reasons. 

This  section  eliminates  Pell  Grant  eligibility  for  postsecondary  institutions  which  lose 
their  loan  eligibility  due  to  cohort  default  rates  in  excess  of  25%  for  three  consecutive  years. 
Section  512  addresses  an  issue  at  the  heart  of  the  Education  Department's  ongoing  efforts  to 
develop  criteria  for  determining  the  financial  responsibility  and  administrative  capability  of 
postsecondary  institutions. 

Fhe  use  of  default  rates  as  a  true  indicator  of  an  institution's  ability  to  administer  Title  IV 
regulations,  or  provide  quality  education,  is  highly  suspect.  Historically,  institutions  with  default 
rates  in  excess  of  the  threshold  lost  their  loan  eligibility.  The  use  of  default  rates  to  determine  an 
institution's  loan  eligibility  is  nefarious,  to  add  Pell  eligibility  is  opprobrious. 

Any  Congressional  involvement  in  the  process  is  more  appropriately  left  to  committees 
responsible  for  substantive  education  legislation,  and  should  not  be  appended  to  an 
appropriations  bill. 

In  addition.  Section  512  is  il  1 -advised  in  its  nearly  complete  reliance  on  cohort  default 
rates  as  a  measure  of  either  educational  quality  or  financial /administrative  capability.  Cohort 
default  rates,  to  date,  have  proven  both  uninformative  and  unreliable.  Their  use  as  a  dispositive 
criterion  for  Pell  Grant  eligibility  would  penalize  students  attending  institutions  that  otherwise 
meet  the  Education  Department's  criteria  for  financial  responsibility  and  administrative 
capability. 

1 .  The  Appropriations  Process  Is  An  Inappropriate  Forum  For  Cohort  Default 
Rate  Legislation. 

Enhancing  educational  quality  in  the  United  States,  and  providing  federal  funding  only  to 
those  institutions  that  provide  that  quality  education,  is  a  serious  endeavor.  It  is  a  matter  that 
warrants  great  care  from  lawmakers  who  are  prepared  to  devote  substantial  time  and  attention  to 
its  resolution. 

In  addition,  it  is  a  matter  that  warrants  input  from  all  sectors  of  the  educational 
community  in  the  form  of  congressional  hearings.  Congress  should  not  endeavor  to  determine 
how  to  judge  an  institution's  ability  to  administer  Title  IV  programs  without  drawing  upon  the 
wealth  of  experience  and  expertise  available  in  the  educational  community.  The  appropriate 
relationship  between  cohort  default  rates  and  Pell  Grant  eligibility  should  be  addressed  within 
those  committees,  and  should  not  be  relegated  to  the  status  of  an  "add-on"  to  the  appropriations 
process. 

2.  Cohort  Default  Rates  Are  Unreliable. 

The  Education  Department's  experience  with  cohort  default  rates  to  date  has  been 
anything  but  smooth.  The  demonstrated  inability  of  the  Department  and  of  guaranty  agencies  to 
calculate  these  rates  should  give  pause  to  anyone  who  would  advocate  expanding  the  role  that 
cohort  default  rates  play  in  determining  eligibility  for  Title  IV  programs. 

As  an  example,  the  subcommittee  need  only  look  to  the  Department's  ongoing  effort  to 
publish  accurate  cohort  default  rates  for  1993.  In  May  1995,  the  Department  issued  its  "draft" 
1993  rates,  providing  institutions  an  opportunity  to  assess  the  accuracy  of  the  Department's  data. 
The  "draft"  rates  included  voluminous  data  that  both  the  institution  attended  by  the  student  and 
the  guaranty  agency  servicing  the  loan  agreed  was  erroneous.  Even  though  the  Department  was 
made  aware  of  these  agreed-upon  errors,  the  "final"  cohort  default  rates  issued  by  the  Department 
in  November  1995  contained  many  of  the  same  errors. 

The  Department  subsequently  withdrew  its  "final"  rates,  reissuing  them  in  February  1996. 
Many  of  the  same  errors  on  which  institutions  and  guaranty  agencies  agreed  in  May  1995,  and  on 
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which  the  DepartmciU's  withdrawal  of  its  November  1995  rates  was  based,  appeared  again  in 
February  1996,  and  still  have  not  been  eorrected. 

In  addition,  the  Department's  own  correspondence  with  institutions  reveals  numerous 
inconsistencies.  When  the  Department  notifies  institutions  of  their  cohort  default  rates,  the 
notification  letters  include  cohort  default  rates  from  the  two  preceding  years  as  well.  We  have 
reviewed  several  of  the  notification  letters  issued  for  the  1993  cohort  default  rates.  Based  on  our 
review,  it  is  clear  that  more  often  than  not,  the  1992  rate  given  in  those  letters  is  different  from 
that  originally  assigned  to  the  institutions  in  their  1992  cohort  default  rate  notification  letters. 

Thus,  not  only  has  the  Department  demonstrated  difficulty  in  calculating  cohort  default 
rates  accurately,  but  it  also  has  demonstrated  internal  inconsistencies  that  have  affected  its  ability 
to  maintain  rates  once  they  have  been  calculated.  These  ongoing,  and  as  yet  unresolved, 
problems  strongly  suggest  that  at  this  time,  any  cohort  default  rate  the  Department  assigns  to  an 
institution,  and  on  which  the  Department  bases  any  Title  IV  eligibility  determinations,  will  be 
highly  questionable. 

Regardless  olthe  value  of  cohort  default  rates  as  a  measure  of  educational  quality,  which 
is  addressed  below,  it  would  be  neither  wise  nor  fair  to  expand  at  this  time  the  use  of  a  standard 
whose  accurate  determination,  thus  far,  has  proven  elusive. 

3.  Cohort  Default  Rates  Do  Not  Measure         Academic  Quality. 

To  the  extent  that  Section  512  is  designed  to  ensure  that  Pell  Grant  funds  are  exclusively 
used  for  education  from  quality  institutions;  AACS  has  no  quarrel  with  its  goals.  However, 
A  ACS  is  not  aware  of  a  single  study  that  has  found  any  connection  between  cohort  default  rates 
and  educational  quality.  Neither  is  AACS  aware  of  any  study  linking  high  cohort  default  rates 
with  abuse  of  Pell  Grant  funds,  or  of  Title  IV  loans.  The  reason  such  studies  do  not  exist  is 
obvious:  cohort  default  rates  simply  do  not  measure  academic  quality.  For  example,  one 
contributor  to  high  cohort  default  rates  is  a  high  rate  of  withdrawal,  an  occurrence  that  frequently 
has  more  to  do  with  a  student's  external  circumstances  than  with  educational  quality. 

The  threshold  of  25%  for  three  consecutive  years  is  capricious.  It  is  a  number  chosen 
without  rational  thought  or  study  as  to  its  appropriateness — it  is  whimsical.  Setting  the  threshold 
at  25%  does  not  reflect  the  numerous  variables  among  institutions.  In  establishing  a  meaningful 
threshold.  Congress  ought  to  consider  the  student  population's  demographics,  the  cost  of  tuition, 
the  length  of  time  involved,  the  nature  of  the  courses  offered,  i.e.  vocational  or  academic. 
Congressman  Rob  Andrews  from  New  Jersey  introduced  H.R.  903  which  attempts  to  factor  in 
some  of  these  variables  by  establishing  an  Educational  Quality  Index  in  lieu  of  a  strict  default 
rate.  AACS  would  strongly  urge  the  subcommittee  to  review  the  Andrew's  bill  and  consider  this 
type  of  an  approach  in  addressing  the  problems  of  high  default  inceptions. 

When  (he  Department  of  Education  released  the  final  FY93  default  rates,  officials  at  the 
Dcpartnienl  nolcil  thai  trade  schools  accounted  for  most  of  the  high  default  .schools.   Rccaii.sc 
trade  schools,  far  more  than  four-year  colleges,  tend  to  serve  a  student  population  that,  for  a 
variety  of  reasons,  is  more  likely  to  withdraw,  trade  schools  often  have  higher  default  rates  than 
their  four-year  counterparts  for  reasons  wholly  unrelated  to  educational  quality. 

Past  legislation  and  regulations  indicate  an  awareness  by  Congress  and  the  Department 
that  cohort  default  rates  are  not  indicators  of  quality.  For  example.  Congress  has  previously 
exempted  historically  black  colleges  and  universities  from  adverse  action;  based  on  high  default 
rates.  The  rationale  for  this  exemption  was  that  HBCU's  served  a  high  percentage  of 
disadvantaged  or  "at  risk"  students.  The  same  is  true  for  many  trade  schools — particularly  those 
in  the  inner  cities.  Many  quality  schools  have  been  certified  by  the  Department,  accredited,  and 
licensed  by  their  states  despite  having  relatively  high  cohort  default  rates. 

4,  Adoption  Of  Section  512  Would  Override  The         Department  of 
Education's  Extensive      regulatory  Oversight  Scheme, 

The  Department  has  in  place  a  complex  set  of  regulatory  tools  that  it  uses  to  determine 
which  institutions  should  be  eligible  for  Title  IV  programs,  and  to  enforce  its  determinations. 
For  example,  34  C.F.R.  §  668.16  contains  a  variety  of  factors  by  which  the  Department 
determines  an  institution's  administrative  capability,  including  the  institution's  internal  controls 
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in  administering  Title  IV  programs,  its  maintenance  of  reasonable  standards  for  assessing  a 
student's  progress  at  the  institution,  and  its  compliance  with  statutory  and  regulatory  reporting 
requirements. 

Likewise.  34  C.F.R.  §  666.15  sets  forth  numerous  indicia  of  financial  responsibility,  such 
as  whether  the  institution  is  current  in  its  debt  payments,  its  net  assets  or  net  worth,  and  its  past 
performance  with  respect  to  Title  IV  obligations.  Additionally,  substantive  requirements  are 
enforced  through  the  program  participation  agreement  every  institution  must  enter  into  with  the 
Department  under  34  C.F.R.  §  668.14  as  a  prerequisite  to  Title  IV  eligibility. 

There  is  simply  no  rational  basis  for  such  draconian  action  against  an  institution  that 
satisfies  the  Department's  carefully  devised  standards  for  program  integrity.  Neither  is  there  any 
rational  basis  for  replacing  the  experience  and  expertise  of  the  Department  of  Education  with  an 
arbitrary  standard  imposed  by  this  subcommittee,  which  necessarily  lacks  the  expertise  in 
substantive  education  matters  of  either  the  Department  or  the  substantive  education  committees. 

5.  Participation  Rate  Index  Does  Not  Provide  Is  Inadequate 

The  participation  rate  index  (PRI)  exemption  does  not  address  many  of  the  inequities  of 
judging  institutions  solely  by  their  default  rale.  The  PRI  would  help  those  institutions  with  very 
low  tuition-such  as  state  supported  community  and  junior  colleges.  In  those  institutions,  most 
students  who  are  eligible  for  Pell  Grants  do  not  need  or  qualify  for  loans  to  cover  the  cost  of 
tuition.  Whereas  in  institutions  with  higher  tuition,  a  greater  percentage  of  students  must  obtain 
a  loan  to  cover  the  cost  of  tuition. 

Furthermore,  since  the  PRI  cannot  be  used  by  institutions  with  defaults  over  40%,  many 
small  institutions  are  unfairly  treated.  There  are  numerous  examples,  based  on  the  FY93  cohort 
default  rates,  of  institutions  with  less  then  10  borrowers  but  with  default  rates  in  excess  of  40%. 
This  situation  occurs  most  often  when  the  default  rates  are  based  on  an  average  because  the 
institution  had  less  than  30  borrowers.  Therefore,  even  though  these  institutions  may  have  a 
small  percentage  of  students  receiving  loans,  they  can  still  lose  their  Pell  Grant  eligibility.  There 
can  be  no  rational  justification  for  this  circumstance. 

6.  Section  512  is  arbitrary 

Because  of  the  wording  of  Section  512,  those  institutions  that  lost  their  loan  eligibility 
due  to  FY92,  FY9I.  and  FY90  default  rates  being  over  25%  will  not  lose  their  Pell  eligibility 
even  if  their  FY93  and  FY94  rates  are  over  25%.  Only  schools  that  have  three  consecutive  years 
over  25%  FOR  THE  FIRST  TIME  are  subject  to  a  loss  of  Pell  Grant  eligibility.  As  a  result, 
institutions  with  ver)'  similar  circumstances,  i.e.  relatively  the  same  number  of  students  in 
repayment  and  in  default,  are  treated  very  differently.  There  is  no  rationale  for  this  situation. 

7.  CoNcmsioN 

Cohort  default  rates  have  proven  unreliable  to  date.  As  a  measure  of  educational  quality  they  are 
all  but  meaningless.  Incorporating  them  into  the  appropriations  bill  as  a  condition  of  Pell  Grant 
eligibility  would  accomplish  nothing  except  to  exclude  many  quality  institutions  from  the  Pell 
Grant  program.  The  subcommittee  ought  to  repeal  ^Section  512  and  encourage  the  Committee  on 
Labor  and  Human  Resources  to  consider  more  appropriate  measures,  such  as  H.R.  903. 

Another  alternative  the  subcommittee  might  consider  in  lieu  of  the  approach  contained  in 
Section  5 1 2.  is  to  mandate  that  any  school  with  three  years  or  more  of  default  rates  in  excess  of 
25%  be  subject  to  a  Department  of  Education  program  review  to  ensure  that  the  institution  is 
operating  within  the  regulations.  If  the  institution  is  found  not  to  be  in  significant  violation  of 
any  regulation  that  could  reasonably  be  considered  abusing  the  privilege  of  participating  in  Title 
IV  programs,  the  institution  should  be  subject  to  no  further  sanctions. 

This  approach  allows  default  rates  to  be  u.sed  as  a  "red  flag"  and  not  as  a  sole  determinate 
of  an  institution's  quality. 
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STATEMENT  OF  CHRISTINE  LUBINSKI,  DEPUTY  EXECUTIVE 
DIRECTOR,  AIDS  ACTION  COUNCIL 

Mr.  Chairman  and  Members  of  the  Committee.   I  am  Christine  Lubinski,  Deputy  Executive  Director  of  AIDS 
Action  Council,  the  Washington  representative  of  over  1400  community-based  AIDS  service  providers  from 
across  the  country.    AIDS  Action  Council  is  the  only  national  orgamzation  dedicated  solely  to  shaping  federal 
AIDS  policy.    We  speak  for  all  kinds  of  community-based  AIDS  organizations,  including  Cascade  AIDS  Project 
in  Oregon.  South  Mississippi  AIDS  Task  Force  in  Mississippi,  the  AIDS  Council  of  Greater  Kansas  City,  AIDS 
Resource  Center  of  Wisconsin,  Action  AIDS  Philadelphia.  Vermont  CARES,  New  Hampshire's  Merrimack 
Valley  AIDS  Project,  Northwest  AIDS  Foundation  in  Seattle,  Tampa  AIDS  Network.  Maui  AIDS  Foundation  in 
Mawaii.  Rapid  AIDS  Project  in  Iowa.  Mountain  State  AFDS  Network  in  West  Virginia.  Ozark  AIDS  Resources 
and  Services  in  Arkansas.  Palmetto  AIDS  Life  Services  in  South  Carolina,  and  Nevada  AIDS  Foundation. 

Over  half  a  million  Americans  have  been  diagnosed  with  AIDS  and  over  300.000  have  died  of  the  disease. 
Ihese  figures  have  made  AIDS  the  leading  cause  of  death  among  all  American  men  and  women  aged  25  to  44. 
The  real  meaning  of  these  numbers  for  policy  makers  can  be  found  in  a  study  reported  in  the  November  24. 
1W5  issue  of  Science  which  estimated  that  one  out  of  every  93  young  American  men.  3  out  of  every  100  young 
African-American  men.  and  1  out  of  every  hundred  young  African-American  women,  are  HIV-infected.   The 
study  goes  on  to  suggest  that  our  communities  will  be  subjected  to  repeated  "waves"  of  HIV  infection  among 
young  people  leading  to  ongoing  and  substantial  increases  in  AIDS  cases  over  the  next  decade. 

1  am  pleased  to  be  able  to  report  to  the  committee  today  some  good  news  about  the  state  of  the  AIDS  epidemic 
in  the  United  States.    For  example,  important  strides  have  been  made  in  HIV  prevention.   Infection  rates  among 
some  populations  are  decreasing,  in  part  as  the  result  of  successful  and  sustained  community-based  HIV 
prevention  programs  developed  by  and  targeted  to  subgroups  at  highest  risk  for  HIV  infection.    Unfortunately, 
we  have  not  yet  replicated  models  for  this  kind  of  community-based  prevention  in  every  town  and  city  across 
this  nation,  and  HIV  infection  rates  among  women  and  adolescents  continue  to  rise. 

More  good  news  lies  in  the  success  of  many  areas  of  HIV  research.   For  example,  the  nation's  investment  in 
biomedical  research  and  the  federal  government's  partnership  with  leading  pharmaceutical  companies  has 
contributed  several  new  drugs  to  the  arsenal  of  treatments  available  to  slow  the  progression  of  HIV  disease. 
Early  studies  have  indicated  that  when  a  new  clsss  of  drugs  -  protease  inhibitors  -  is  used  with  available 
antiviral  medications  as  a  triple  combination  therapy,  the  levels  of  HIV  virus  in  the  blood  are  reduced  greatly. 
This  so-called  combination  therapy  holds  the  promise  for  significantly  prolonging  the  quality  and  duration  of  life 
as  we  seek  to  move  AIDS  from  a  progressive,  terminal  illness  to  a  manageable  chronic  disease. 

The  advent  of  the  promising,  but  costly,  protease  inhibitors  which  supplement  already  expensive  anti-viral  drug 
regimens  raises  new  questions  about  access  to  treatment  for  many  Americans  living  with  HIV/AIDS.    Fewer  than 
25  percent  of  people  living  with  HIV/AIDS  have  coverage  for  prescription  drugs  through  private  health 
insurance,  while  those  individuals  eligible  for  the  Medicaid  program,  in  many  states,  are  often  subject  to  limits 
on  both  the  number  of  prescriptions  allowed  per  beneficiary  and  the  number  of  AIDS-related  drugs  available 
through  state  Medicaid  formularies.   The  AIDS  Drug  Assistance  program  (ADAP),  funded  under  Title  II  of  the 
Ryan  White  CARE  Act,  has  been  overburdened  by  the  demand  of  growing  numbers  of  individuals  in  need  of 
drug  assistance.    Few  states  have  been  able  to  even  provide  access  to  the  new  protease  inhibitors,  much  less 
standard  antiviral  and  prophylactic  drugs,  without  the  substantial  investment  in  additional  funding  for  this 
program  provided  recently  by  the  passage  of  the  FY  96  Omnibus  Appropriations  bill.  This  investment  must 
continue. 

Because  AIDS  is  inevitably  an  impoverishing  disease  for  the  great  majority  of  people  who  become  infected,  over 
the  last  15  years  an  intricate,  albeit  fragile.  AIDS  care  infrastructure  has  been  constructed  to  ensure  that 
impoverished  and  medically  needy  people  with  AIDS  have  access  to  basic  health  care  and  life-saving  drugs. 
Erosion  in  private  health  insurance  coverage,  retrenchment  in  state  Medicaid  programs  and  growing  caseloads 
have  strained  the  ability  of  all  programs  funded  under  the  Ryan  White  CARE  Act  to  provide  comprehensive 
services.    Waiting  lists  and  impossible  choices  between  providing  funds  for  life-sustaining  prescription  drugs, 
primary  medical  care  or  home  health  care  are  more  and  more  commonplace  as  community-based  care  providers 
and  their  clients  work  to  provide  more  services  for  mote  people  without  adequate  resources.  Today,  the  very 
programs  that  make  up  this  fragile  AIDS  care  infrastructure  are  all  threatened  by  federal  and  state  budget  cuts. 

With  new  drugs  and  an  evolving  standard  of  care  comes  the  challenge  of  ensuring  that  health  care  professionals 
nationwide,  in  private  practice  and  community  clinics,  from  Miami  and  Philadelphia  to  Portland  and  Seattle  have 
access  to  education  and  training  about  appropriate  clinical  practices  and  available  therapies  to  treat  the  many 
clinical  manifestations  of  HIV  disease.   The  AIDS  Education  and  Training  Centers,  which  provide  this  invaluable 
training  to  health  care  professionals  were  nearly  eliminated  in  last  year's  appropriations  process.  Although  some 
of  their  funding  was  restored  in  the  FY  96  Omnibus  Appropriations  bill,  they  are  currently  funded  at  $4.3 
million  less  than  their  FY  95  allocation.    Recent  studies  have  clearly  demonstrated  an  even  more  continuing 
urgent  need  for  the  AETCs    One  study,  conducted  at  the  University  of  Washington,  indicated  that  primary  care 
physicians,  regardless  of  date  of  graduation  from  medical  school,  frequently  fail  to  accurately  diagnose  conditions 
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rclalcil  to  HIV  infcttion     Anollier  impurlaiil  sliidy  torrclalctl  a  direct  rclalioiiship  bclwccn  survival  for  AIDS 
patients  and  the  level  of  HIV  expertise  of  their  health  care  providers.    The  AETC  program  provides  the  critical 
links  between  research  and  drug  development  and  appropriate,  effective  medical  treatment  for  people  with 
HIV/AIDS. 

The  AIDS  epidemic  is  the  primary  public  health  crisis  of  the  1990's.  The  toll  of  the  AIDS  epidemic  on  this 
nation  in  the  next  century  will  be  determined,  in  part  by  the  scope  and  depth  of  our  commitment  to  respond  to 
the  opportunities  and  challenges  in  the  areas  of  prevention,  research  and  drug  development,  education  and 
training  and  community-based  health  care  and  supportive  services. 

Fiscal  Year  1997  for  Critical  AIDS  Programs  in  the  Labor-HHS  Appropriations  bill 

I  he  daunting  task  of  responding  to  the  AIDS  epidemic  which  is  not  yet  contained  and  for  which  there  continues 
to  be  no  preventive  vaccine  and  no  cure  was  made  even  more  difficult  by  a  fragmented  and  inconclusive  federal 
budgetary  process  this  year.   The  delay  in  appropriating  full  year  FY  '96  funding  for  key  federal  AIDS  programs 
for  much  of  the  fiscal  year  led  to  disruptions  in  local  programs  and  services  and  tremendous  uncertainty  for 
people  living  with  HIV  and  AIDS.  Now  that  the  FY  96  appropriations  process  is  complete,  we  can  turn  to  FY  97 
funding  for  vital  AIDS  programs  in  prevention,  research,  care,  and  training.    We  urge  you  to  consider  while 
making  FY  97  funding  determinations  the  compelling  national  interest  in  reducing  the  toll  of  the  AIDS  epidemic 
and  ensuring  that  Americans  living  with  HIV/AIDS  have  access  to  high  quality,  comprehensive  and 
compassionate  care.   What  follows  is  an  articulation  of  the  needs  and  opportunities  in  critical  AIDS  programs  for 
FY  97. 

CDC  AIDS  Prevention  Programs 

While  the  Congress  appropriated  $589,962,000  for  HIV  prevention  programs  at  the  CDC,  an  Congressionally 
mandated  unspecified  administrative  cut  of  $31.0  million  across  CDC  programs  has  resulted  in  a  reduction  of 
$5,429,000  in  CDC's  HIV  budget  for  FY  1996.    AIDS  is  now  the  leading  cause  of  death  of  men  and  women  age 
25  through  44.    AIDS  Action  is  deeply  troubled  that  CDC's  HIV  prevention  efforts  have  suffered  a  reduction  in 
funds     Absent  a  preventive  vaccine,  our  only  hope  of  halting  further  HIV  transmission  is  through  a 
comprehensive,  targeted  approach  to  AIDS  prevention  throughout  the  nation.    Investing  fn  prevention  programs 
is  cost  effective.   On  average  the  health  care  costs  associated  with  a  single  case  of  AIDS  exceed  $100,000  per 
year.    In  contrast,  studies  conducted  at  the  University  of  California,  San  Francisco,  found  that  the  cost  of 
interventions  per  case  of  HIV  infection  prevented  ranges  between  $4,000  and  $1 1.000.    By  the  most  conservative 
estimates,  $1  spent  on  prevention  saves  $10  in  future  health  care  expenditures. 

One  of  the  primary  accomplishments  in  the  fight  against  AIDS  has  been  the  establishment  of  HIV  Community 
Planning.    Half  of  CDC's  HIV  prevention  budget  is  dedicated  to  programs  funded  under  the  auspices  of  HIV 
Community  Planning.    These  programs  are  carried  out  through  state  and  local  health  departments  in  partnership 
with  community  groups,  business  and  religious  leaders  and  groups  at  risk  for  HIV  infection.    Unfortunately, 
these  vital  efforts  may  be  impeded  because  of  lack  of  funding.    In  FY'  95.  over  $87  million  in  proposals  for  new 
program  initiatives  were  submitted  by  states  and  local  health  departments,  but  CDC  was  able  to  provide  only 
$44.0  million  to  fund  critical  gaps  in  our  nation's  HIV  prevention  efforts.  Federal  funding  to  national  minority 
organisations  and  local  minority  community-based  organization  are  also  critical  elements  of  a  national  prevention 
strategy  aimed  at  responding  effectively  to  populations  at  greatest  risk  for  HIV  infection. 

CDC  also  plays  a  critical  national  role  in  monitoring  the  course  of  the  epidemic  in  partnership  with  state  and 
local  health  departments.   CDC's  sophisticated  surveillance  system  tracks  the  number  of  AIDS  cases  in  every 
state,  identifying  the  continuing  spread  of  HIV/AIDS  into  new  populations  such  as  women  and  adolescents.   If 
we  are  to  bring  an  end  to  this  epidemic,  it  is  vital  that  we  not  short  change  efforts  to  track  and  analyze  the 
movement  of  the  epidemic.   As  the  Subcommittee  makes  decisions  about  funding  levels  for  HIV  prevention  in 
fiscal  year  1997.  we  hope  the  committee  will  be  mindful  of  the  role  HIV  prevention  programs  at  the  CDC  play 
in  monitoring  the  movement  and  changing  demographics  of  the  epidemic  and  empowering  communities  to 
develop  and  implement  targeted  prevention  programs  which  reflect  community  values  and  needs.    Continued 
aggressive  support  for  prevention  programs  will  save  lives  and  reduce  the  economic  costs  related  to  health  care 
services  and  lost  productivity.    To  that  end  we  are  recommending  that  AIDS  prevention  programs  at  the  CDC  be 
funded  at  a  level  of  $737  million  for  FY  97 


The  Ryan  White  CARE  Act 

The  Ryan  White  CARE  Act  is  the  cornerstone  of  the  federal  response  to  the  critical  need  for  health  care  and 
care-related  services  for  Americans  living  with  HIV/AIDS.   This  program  has  experienced  significant  funding 
increases  in  recent  years,  yet  escalating  case  loads  and  the  rising  cost  of  new  drug  therapies  threaten  the 
continuation  of  services  that  are  already  stretched  thin  trying  to  meet  the  needs  of  people  living  with  HIV/AIDS. 

The  CARE  Act  provides  a  wide  range  of  comprehensive  services.   These  include; 

•  emergency  formula  and  competitive  grants  to  those  metropolitan  areas  most  disproportionately  affected  by 
the  HIV/AIDS  epidemic  to  develop  and  deliver  comprehensive  HIV/AIDS  health  care  services  (Title  I); 

•  formula  grants  to  States  to  improve  the  quality,  availability  and  organization  of  health  care  and  support 
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services,  to  fund  the  AIDS  drug  assistance  programs,  health  insurance  continuation  and  home-based  care 
services  (Title  II); 

•  grants  to  existing  community-based  clinics  and  public  health  providers  serving  traditionally  undeserved 
populations  to  deliver  early  and  ongoing  comprehensive  HIV/AIDS  primary  health  care  services  (Title 
IIIB):  and 

•  grants  to  provide  pediatric,  adolescent  and  family  HIV  care  programs  (Title  IV). 

•  grants  for  special  projects  of  national  significance.  HIV/AIDS  specific  health  care  provider  education  and 
training  and  dental  service  programs  for  people  with  AIDS  (Title  V). 

Ryan  White  CARF.  Act  dollars  currently  fund  all  of  these  vital  programs.    While  we  enthusiastically  .support  the 
increases  to  these  programs  provided  for  in  FY  96  appropriations,  we  must  keep  in  mind  that  the  work  of  these 
programs  is  far  from  over.    The  serious  funding  crises  experienced  by  a  number  of  state  ADAP  programs 
coupled  with  the  urgent  need  to  provide  triple  combination  therapy  to  the  60,000  individuals  dependent  upon  the 
ADAP  program  for  drug  assistance,  made  the  emergency  FY  96  appropriation  of  an  additional  $52  million  for 
the  AIDS  Drug  Assistance  Program  necessary.   As  you  identify  funding  levels  for  FY"97.  we  urge  you  to 
consider  the  needs  of  all  titles  of  the  CARE  Act  and  the  growing  demand  for  services.    We  are  recommending 
the  following  increases  above  FY  96  funding  for  FY  97  funding  for  the  CARE  Act:  1)  a  $130  million  increase 
for  Title  I  to  cover  the  anticipated  increases  in  utilization  of  local  systems  of  primary  care  due  to  the  hopeful 
results  of  the  newly  approved  protease  inhibitors,  to  provide  for  the  anticipated  20  percent  increase  to  the  49 
current  Eligible  Metropolitan  Areas,  as  well  as  providing  for  the  expected  5  percent  growth  in  medical  inflation; 
2)  a  $160  million  increase  for  Title  II,  $100  million  of  which  for  the  AIDS  Drug  Assistance  Program  and  $60 
million  for  maintenance  and  expansion  of  core  statewide  AIDS  health  services;  3)  a  $39  million  increase  for 
Title  IIIB  for  priority  areas  including  approved,  but  unfunded  applicants,  implementation  of  a  three  drug 
combination,  including  protease  inhibitors,  and  increased  demand  for  prenatal  care  in  Title  IIIB  clinics  to  halt 
maternal-infant  transmission  of  HIV  by  providing  AZT  to  pregnant  women;  4)  a  $13  million  increase  for  Title 
IV  to  provide  for  treatment  developments  in  reducing  perinatal  HIV  transmission  by  providing  access  to  AZT 
therapy,  early  intervention  services  for  pregnant  women  and  infant,  needed  expansion  of  youth-centered  HIV  care 
programs,  and  basic  program  expansion  of  existing  sites  to  handle  increased  client  caseloads. 

The  newly  reauthorized  Ryan  White  CARE  Act  creates  a  new  Title  V  which  includes  two  critical  AIDS  training 
and  service  programs  previously  funded  through  other  public  health  programs:  the  AIDS  Education  and  Training 
Centers  (AETCs)  program  and  the  HIV/AIDS  Dental  Reimbursement  program. 

The  AIDS  Education  and  Training  Program  (AETC) 

The  AETCs  serve  as  the  main  vehicle  for  the  dissemination  of  state  of  the  art  treatment  protocols  from 
researchers  to  caregivers  and  link  HIV-infected  individuals  with  research  clinical  trials.    This  modest  program 
has  provided  training  to  over  400,000  health  care  professionals.  The  rapidly  evolving  standard  of  care  for  HIV 
treatment  and  the  continuing  spread  of  the  epidemic  into  suburban  and  rural  communities  requires  continuing 
support  of  the  AETC  program  at  the  FY  '95  level  of  $16.3  million  for  FY  97  to  respond  to  education  and 
training  needs  in  all  50  states. 

AIDS  Dental  Reimbursement  Program 

The  HIV/AIDS  Dental  Reimbursement  program  is  the  "safety  net"  dental  program,  ensuring  that  dental 
institutions  provide  quality  oral  health  care  to  people  living  with  HIV/AIDS,  while  at  the  same  time  training 
dental  professionals  to  effectively  and  safely  deliver  the  appropriate  dental  care  so  critical  to  maintaining  the 
overall  health  of  people  living  with  HIV/AIDS.    AIDS  Action  urges  that  this  program  be  funded  at  the  level  of 
$9  million  for  FY  97 

AIDS  Research  at  the  National  Institutes  of  Health 

This  Subcommittee  and  the  Congress  as  a  whole  have  made  a  bipartisan  commitment  to  maintain  a  vigorous 
national  commitment  to  the  flagship  biomedical  and  behavioral  research  enterprise  at  the  National  Institutes  of 
Health     We  are  grateful  for  the  Congressional  action  which  provided  full  fiscal  year  funding  for  the  NIH  with  a 
considerable  funding  increase  last  year.    However,  the  size  and  breadth  of  the  AIDS  research  portfolio  conducted 
by  all  24  NIH  Institutes  requires  a  coordinated  and  strategic  plan  to  ensure  that  scarce  federal  resources  are  being 
effectively  managed  to  facilitate  answers  to  the  scientific  questions  which  hold  the  greatest  promise  for  even 
more  effective  treatments,  a  preventive  vaccine,  and  ultimately,  a  cure  for  AIDS.    The  NIH  Revilalization  Act  of 
1993  significantly  strengthened  the  federal  AIDS  research  effort  by  vesting  the  Office  for  AIDS  Research  with 
the  responsibility  of  tracking,  coordinating  and  strategically  targeting  over  $1.4  billion  in  federal  research  funds. 
In  the  last  year.  OAR  has  coordinated  a  comprehensive  review  of  the  AIDS  portfolio  at  the  National  Institutes  of 
Health.    The  final  report  of  the  NIH  AIDS  Research  Program  Evaluation,  which  was  made  available  in  March  of 
this  year  offered  a  critical  review  of  the  research  being  conducted  at  each  institute.   The  report  offered  concrete 
solutions  for  longstanding  problems  at  the  NIH,  including  a  proliferation  of  research  grants  budgeted  as  "AIDS" 
that  have  little  or  no  relationship  to  the  AIDS  epidemic. 

NIH  AIDS  research  is  part  of  our  nation's  larger  commitment  to  biomedical  research.  As  such  AIDS  research 
enhances  and  stimulates  research  in  other  fields,  with  broad  implications  for  human  diseases  such  as  cancer,  heart 
disease,  Alzheimer's  disease,  and  others.    Twenty  five  percent  of  NIH  AIDS  research  funds  are  used  for  basic 
science  research,  which  has  broad  implications  across  scientific  disciplines.    As  the  subcommittee  moves  to 
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develop  ils  fiindinp  reconimcnd.-ilions  lor  llsc;il  year  IW7,  \vc  urge  Ihc  coinniillcc  lo  provide  a  Tiinding  increase 
of  $157  million,  bringing  funding  for  AIDS  research  at  the  NIH  to  $1.57  billion.  This  increase  is  necessary  to 
ensure  the  growth  and  vitality  of  the  nation's  research  effort  which  is  unparalleled  anywhere  in  the  world  and  to 
appropriate  a  consolidated  appropriation  for  AIDS  research  under  the  auspices  of  the  OAR  so  that  the  AIDS 
research  effort  is  appropriately  coordinated  and  managed. 

Agency  for  Health  Care  Policy  Research  (AHCPR) 

The  AHCPR  is  the  lead  agency  coordinating  research  into  the  health  policy  implications  of  the  AIDS  epidemic. 
This  year.  AHCPR  is  conducting  a  new  utilization  study,  the  HIV  Costs  and  Services  Utilization  Survey 
(HCSUS).  which  in  addition  to  collecting  cost  and  utilization  data  about  health  care  services  to  HIV-infected 
persons,  will  also  provide  information  on  access  and  barriers  to  care  in  different  geographical  locations  and 
among  varied  health  care  delivery  systems.    We  are  concerned  that  without  adequate  funding  for  AHCPR,  this 
survey  will  never  be  completed  and  critical  data  with  which  to  construct  reliable  cost-benefit  analyses  of  HIV 
treatment  delivery  systems  and  interventions  will  be  lost.    We  support  the  Administration's  funding  request  of 
$144  million  for  the  AHCPR  programs  for  FY  97. 


Substance  Abuse  &  Mental  Health  Programs 

Seventy  five  percent  of  the  estimated  40,000  new  HIV  infections  in  1994  involved  drug  use.  This  reality  cries 
out  for  the  expansion  of  substance  abuse  treatment  and  prevention  services,  which  will  help  reduce  HIV 
transmission,  enhance  the  lives  of  infected  drug  and  alcohol  dependent  individuals  and  reduce  health  care  costs 
associated  with  HIV  disease.  Accordingly,  AIDS  Action  urges  that  the  Committee  adopt  a  funding  K:vel  for  the 
substance  abuse  block  grant  of  $1,423  billion,  and  generous  increases  in  funding  for  the  SAMHSA  AIDS 
outreach  programs  and  funding  for  treatment  services  for  pregnant  women  and  women  with  dependent  children 
for  nscal  year  1997. 

For  the  past  several  years,  the  Subcommittee  has  included  language  in  the  Labor/HHS  Appropriations  bill  that 
prohibits  the  use  of  federal  funds  for  needle  exchange  programs  because  of  a  concern  about  the  effectiveness  of 
such  programs.   An  overwhelming  body  of  scientific  evidence,  including  a  National  Academy  of  Sciences  Report 
Preventing  HIV  Transmission:    The  Role  of  Sterile  Needles  and  Bleach,  documents  that  these  programs  reduce 
the  spread  of  HIV  without  increasing  either  the  injection  of  illegal  dnigs  among  program  participants  or  the 
number  of  new  initiates  to  injection  drug  use.    We  strongly  urge  the  Committee  to  remove  this  restrictive 
language.   Local  communities,  not  the  federal  government,  should  determine  if  needle  exchange  programs  are 
appropriate  for  their  communities. 

SAMHSAs  HIV/AIDS  Mental  Health  Services  Demonstration  Program  is  the  first  federal  demonstration 
program  that  specifically  develops  and  evaluates  needed  mental  health  services  for  persons  living  with 
HIV/AIDS.    Funded  through  a  cooperative  agreement  between  SAMHSA's  Center  for  Mental  Health  Services 
(CMHS),  the  Health  Resources  and  Services  Administration,  and  the  National  Institutes  of  Health,  this  program 
has  established  mental  health  demonstration  projects  at  ten  community  health  centers  across  the  nation,  with  a 
strong  evaluation  component  linked  to  funding.   CMHS  contributed  $1.5  million  to  initiate  this  project  in  the  fall 
of  1995.  with  an  additional  $2.6  million  contribution  from  NIH  and  HRSA.    We  strongly  recommend  that 
funding  for  this  program  be  preserved  at  the  FY  95  level  for  FY  97. 

We  urge  the  Subcommittee  to  keep  the  growing  needs  and  opportunities  documented  in  the  testimony  in  mind  as 
it  continues  its  deliberations  about  FY  97  funding. 

Thank  you  for  affording  AIDS  Action  Council  the  opportunity  to  testify  about  funding  issues  for  AIDS-related 
programs  in  the  FY  97  budgets  under  the  jurisdiction  of  the  committee. 

STATEMENT  OF  THE  ASSOCIATION  OF  OUTPLACEMENT 
CONSULTING  FIRMS  INTERNATIONAL  [AOCFI] 

The  Association  of  Outplacement  Consulting  Firms  International  (AOCFI)  is  pleased  to  submit 
this  testimony  to  the  Labor,  HHS,  Education,  and  Related  Agencies  Subcommittee  on  fiinding 
for  the  Department  of  Labor's  Dislocated  Worker  Assistance  program  and  the  provision  of  job 
search  assistance  through  One-Stop  Career  Centers  and  other  state  and  local  programs. 

AOCFI  would  like  to  help  save  the  American  taxpayer  between  $500  million  to  $1  billion 
per  year  and  at  the  same  time  provide  the  American  worker  with  the  best  available  job 


376 


search  assistance.  That's  the  difference  bet^vcen  what  it  costs  to  provide  job  search 
assistance  through  current  programs  funded  through  Dislocated  Worker  Assistance  and 
what  private  outplacement  firms  would  charge  for  serving  the  same  workers. 

But  we  can't  help  without  the  willingness  of  the  Department  of  Labor  to  partner  with  us  and  to 
direct  the  state  and  local  efforts  to  partner  with  us  as  well.  To  date,  the  Department  has  shown  an 
unwillingness  to  allow  private,  for-profit  firms  to  provide  these  services  and  has  turned  its  back 
on  realizing  significant  savings  and  improved  services  . 

For  every  dollar  speat  per  worker  through  Dislocated  Worker  Assistance,  U.S. 
outplacement  Arms  charge  at  least  SO  cents  less.  For  every  100  workers  placed  through 
Dislocated  Worker  Assistance,  U.S.  outplacement  firms  place  from  25  to  50  workers  more. 
Combining  the  lower  cost  and  higher  placement  rate  in  the  private  sector,  that's  a  200  to 
300  percent  improvement  that  has  not  been  taken  advantage  of  by  the  Department. 

No  one  doubts  the  benefits  of  professional  outplacement  services.  Outplacement  assistance  has 
the  obvious  economic  benefit  of  putting  workers  back  into  productive  activities  and  helps  keep 
down  the  public  and  social  costs  associated  with  unemployment.  Private  sector  service  providers 
offer  workers  superior  services  and  are  ready,  willing  and  able  to  serve  those  workers  who 
require  public  assistance. 

THE  OUTPLACEMENT  INDUSTRY  PROVIDES  JOB  SEARCH  ASSISTANCE  TO 
THE  AMERICAN  WORKER  AT  NO  COST  TO  THE  AMERICAN  TAXPAYER. 

The  private,  for-profit  outplacement  industry  has  served  the  American  worker  for  the  past  three 
decades,  and  since  1992  has  helped  place  over  one  million  workers  each  year  into  new  jobs 
within  an  average  of  6  weeks  after  entering  our  programs.  The  average  cost  for  placing  all  of 
these  workers  was  $700  per  individual  at  a  placement  rate  of  90-plus  percent.  All  of  this  is  done 
at  no  cost  to  the  American  taxpayer.  Compare  this  to  the  Department's  own  estimates  of  $2,000 
to  $4,300  per  worker  with  a  placement  rate  of  between  40  to  70  percent  for  workers  served 
through  Dislocated  Worker  Assistance. 

We  are  hired  by  corporate  employers  and  serve  dislocated  workers  by  providing  job  search 
assistance  that  can  range  from  help  in  identifying  job  openings,  to  classes  on  resume  writing  and 
interviewing  skills,  to  individual  counseling.  We  serve  all  workers,  from  management  to  the 
shop  fioor;  in  fact,  we  offer  job  search  assistance  to  as  many  hourly  wage  earners  as  we  do 
salaried  workers. 
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We  are  a  very  competitive  industry,  and  each  of  our  member  firms  work  hard  at  delivering  a 
service  that  will  earn  them  new  business  in  the  future.  Our  performance  has  contributed  to  an 
increased  willingness  among  employers  to  use  outplacement  services  as  a  way  to  help  workers 
when  lay  offs  must  occur.  In  fact,  outplacement  is  an  important  component  of  corporate 
responsibility  at  the  time  of  downsizing,  and  it  is  a  responsibility  the  employer  has  shown  an 
ability  to  pay  for. 

For  these  reasons  and  those  stated  below.  AOCFI  and  its  member  firms  offer  the  following 
suggestions: 

•  This  Committee  and  the  Department  of  Labor  should  make  every  effort  to  outsource  job 
search  assistance  funded  through  Dislocated  Worker  Assistance  to  private,  for  profit 
outplacement  firms. 

•  This  Committee  and  the  Department  of  Labor  should  make  every  effort  to  stop  the 
marketing  of  services  funded  through  Dislocated  Worker  Assistance  to  employers  who 
are  currently  paying  for  outplacement  services  in  the  private  sector. " 

THE  DISLOCATED  WORKER  SHOULD  NOT  BE  FORCED  TO  SETTLE  FOR 
SECOND  BEST. 

Recently,  a  worker  who  received  outplacement  services  from  both  a  state  Dislocated  Workers 
Transition  and  Adjustment  Workshop  and  a  private  outplacement  firm  made  the  following 
statement: 

Certainly  the  State's  presentation  contains  material  that  is  important  to  a 
displaced  worker.  However,  when  comparing  that  workshop  to  the  intensive 
three-day  program  that  I  participated  in  at  your  firm,  there  are  few  similarities. 
Not  only  does  the  firm's  material  show  how  to  emulate  a  successful  program 
already  developed  and  proven  effective,  but  the  entire  staff,  facilities,  and 
library  materials  are  made  available  as  well.  The  state  program  is  not  in  the 
same  league. 

Your  program  will  appeal  to  those  corporations  whose  concerns  for  their 
employees  goes  beyond  repeating  popular  slogans.  The  employer  that  actually 
believes  their  employees  are  their  most  valuable  asset  will  consider  more  than 
a  sterile  "last  rites"  presentation.  Your  program  has  therapeutic  value  as  well 
as  the  "nuts  and  bolts"  necessary  to  secure  new  employment. 
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Wc  would  simply  ask  this  committee  and  the  Department  of  Labor  why  there  should  be 
any  hesitation  at  all  to  save  money  and  provide  the  best  outplacement  service  possible? 

•  Does  the  Department  have  any  qualms  in  partnering  with  private,  for-profit  firms? 

•  Doesn't  the  Department  have  a  leadership  role  in  realizing  savings  and  providing  the  best 
service  possible? 

•  Does  the  Department  dispute  the  fact  that  the  expertise  and  capabilities  already  exist  in 
the  private  sector,  and  that  outsourcing  to  private,  for-profit  firms  is  the  most  cost- 
effective  way  to  provide  job  search  assistance  to  the  dislocated  worker? 

AS  MORE  CORPORATIONS  SEND  THEIR  WORKERS  TO  ONE  STOPS  AND  OTHER 
STATE  AND  LQCAL  PROGRAMS,  THE  AMERICAN  TAXPAYER  W|LL  PE 
REQUIRED  TO  CARRY  AN  INCREASING  BVRDEN  QF  SERVING  DIgLOCATED 
WORKERS. 

As  more  corporate  employers  choose  to  send  their  workers  to  state  and  local  programs  and  take 
advantage  of  "no-fee",  publicly-funded  job  search  assistance,  the  American  taxpayer  will  be 
required  to  support  services  that  are  far  too  costly  and  inefficient. 

Greater  reliance  on  public  programs  like  Displaced  Worker  Assistance  will  not  solve  any 
problems;  rather,  it  will  create  a  bureaucracy  that  has  proven  itself  unable  to  deliver  the  services 
workers  deserve  and  should  have  access  to  through  the  private  sector.  The  natural  result  of  this 
will  be  the  creation  of  a  public  works  program  with  a  mandate  it  can  not  achieve. 

There  is  no  valid  public  policy  reason  for  the  Department  to  reproduce  the  services  we 
offer.  It  misses  the  ready  opportunity  to  realize  signiHcant  savings  by  partnering  with 
private  firms.  It  also  cheats  the  American  worker  by  denying  the  very  best  re-employment 
assistance  we  as  a  country  have  to  offer. 

The  Department  should  concentrate  its  efforts  on  improving  the  performance  of  those  programs 
that  are  intended  to  benefit  the  hard-core  unemployed.  Building  a  first-class  program  for  this 
group  is  challenge  enough  for  Secretary  Reich. 

THE  TAXPAYER  WILL  REALIZE  SIGNIFICANT  COST  SAVINGS  IF  THIS 
COMMITTEE  REQUIRES  THE  DEPARTMENT  QF  LABOR  TO  PARTNER  WITH 
THE  PRIVATE.  FOR-PROFIT  SECTOR  IN  THE  PROVISION  OF  JOB  SEARCH  AND 
OUTPLACEMENT  ASSISTANCE  TO  DISLOCATED  WORKERS. 
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The  private  outplacement  industry  can  help  the  Department  of  Labor  realize  significant  savings 
and  offer  the  American  worker  quality  job  search  assistance.    At  a  time  when  the  public  is 
calling  for  a  balanced  budget  and  less  government,  it  is  most  appropriate  to  save  tax  dollars, 
reduce  costs,  and  improve  services. 

Private  outplacement  firms  place  90-plus  percent  of  the  workers  served  in  new  jobs  at  an  average 
cost  of  $700  per  worker.  The  current  system  of  service  provided  through  Dislocated  Worker 
Assistance  places  between  40  to  70  percent  of  the  workers  served  at  costs  between  $2,000  and 
$4,300  per  worker. 

This  Committee  should  direct  the  Department  of  Labor  to  stop  duplicating  the  job  search 
assistance  already  available  in  the  private  sector  and  to  outsource  services  to  outplacement 
firms.  Duplication  of  what  the  private  sector  does  is  a  loss  to  the  American  taxpayer  and 
the  dislocated  worker.  Partnering  with  the  private  sector  is  a  win  win  situation  for 
everyone  involved. 

STATEMENT  OF  DR.  HARVEY  F.  FINEBERG,  PRESIDENT,  THE 
ASSOCIATION  OF  SCHOOLS  OF  PUBLIC  HEALTH 

The  Association  of  Schools  of  Public  Health  (ASPH')  appreciates 
the  opportunity  to  outline  its  FY97  funding  requests  for  academic  public 
health  programs  administered  by  the  U.S.  Department  of  Health  and 
Human  Services  (HHS).  Funding  from  HHS  supports  our  graduate 
students  (traineeships),  public  health  faculty  (special  projects),  public 
health  physicians  (preventive  medicine  residencies),  minority  recruitment 
programs  (HCOP),  prevention  related  research  at  NIH,  maternal  and  child 
health  initiatives,  health  services  research  (AHCPR),  CDC  training 
(NIOSH)  and  prevention  activities  (prevention  centers,  injury  control 
centers),  among  others. 

The  27  schools  of  public  health  (in  19  states  and  Puerto  Rico) 
constitute  the  primary  source  of  comprehensively-trained  public  health 
profegsionals  and  specialists  to  serye  the  federal  government,  the  5Q 
states,  and  the  private  sector.  Today,  schools  of  public  health  are 
looking  to  the  future  health  needs  of  our  communities.  Faculty  are 
working  on  projects  such  as  AIDS  prevention  and  control,  and  on 
identifying  and  dealing  with  a  host  of  newly  recognized  risks  such  as 
hazardous  waste  and  indoor  air  pollution,  violence  prevention,  unintended 
pregnancy,  and  substance  abuse,  while  providing  students  with  the 
needed  knowledge,  skills  and  competencies  to  function  effectively  under 
a  reformed  and  evolving  health  care  system. 


•The  Association  of  Schools  of  Public  Health  (ASPH)  is  the  only  national 
organization  representing  the  deans,  faculty,  and  students  of  this  nation's  27 
accredited  schools  of  public  health  in  the  United  States  and  Puerto  Rico.   These 
schools  have  a  combined  faculty  of  over  2,500  and  educate  more  than  14,500 
students  annually  from  every  state  in  the  U.S.  and  most  countries  throughout  the 
world.    The  schools  graduate  approximately  4,000  professionals  each  year.    The  27 
schools  of  public  health  constitute  a  primary  source  of  comprehensively  trained 
public  health  professionals  and  specialists  in  short  supply  to  serve  the  federal 
government,  the  50  states  and  private  sector.    According  to  the  Pew  health 
professions  commission,  managed  care  will  increase  the  need  for  public  health 
professionals. 
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However,  according  to  the  U.S.  Public  Health  Service,  there  are  currently  shortages 
of  public  health  professionals.  While  there  are  no  scientific  studies  to  accurately 
establish  the  precise  national  shortages  experts  agree  that  there  is  a  shortage  of 
adequately  trained  public  health  professionals,  especially  in  expanding  fields  such  as 
environmental  health,  managed  care,  "new"  infectious  diseases,  and  violence 
prevention.  In  addition,  the  Pew  health  professions  commission  recently  observed  that 
managed  care  will  exacerbate  the  need  for  public  health  professionals.* 

The  Pew  commission  is  right.  Recent  trends  in  the  changing  health  care  system 
will  force  the  health  professions  enterprise  to  focus  its  attention  on  teaching 
population-based  approaches  to  health  promotion  and  disease  prevention;  they  will 
steer  academic  leaders  in  most  schools  of  the  health  professions,  specifically  medicine, 
nursing,  pharmacy  and  dentistry,  to  collaborate  with  faculty  in  schools  of  public  health 
who  have  the  expertise  in  disciplines  and  areas  of  concentration  that  focus  on 
improving  the  health  of  the  public  including:  epidemiology,  biostatistics,  outcomes 
research  and  analysis,  risk  assessment,  and,  chronic  and  infectious  disease  prevention. 

This  collaboration  will  provide  students  with  skills,  competencies  and  knowledge  to 
address  the  "characteristics"  of  the  emerging  care  system  that  Pew  cormnission 
outlined,  including:  orientation  toward  health;  population  perspective;  intensive  use  of 
information;  focus  on  the  consumer;  knowledge  of  treatment  outcomes;  constrained 
resources;  coordination  of  services;  reconsideration  of  human  values;  expectations  of 
accountability;  and,  growing  interdependence.  These,  Mr.  Chairman,  are  what  schools 
of  public  health  teach. 

Managed  care  and  reformed  block  grants,  designed  to  decentralize  funding 
programs  to  states  and  local  governments,  will  require  the  deployment  of  professionals 
with  skills  in: 

♦  community  health  education 

♦  chronic  and  infectious  disease  prevention 

♦  health  care  economics  and  cost  analysis 

♦  outcomes  analysis 

♦  regulation  assessment 

♦  policy  making  and  analysis 

^         coalition  building,  public  communication,  and  training 

♦  principles  of  managed  care  and  cost  containment 

Mr.  Chairman,  schools  of  public  health  are  the  only  institutions  that  can 
comprehensively  teach  students  the  skills  they  will  need  to  function  effectively  in  a 
reformed  health  system. 

To  meet  the  inevitably  growing  demand  for  leaders  who  can  recognize  and  work 
toward  viable  solutions  to  the  nation's  multiple  health  care  problems,  schools  of  public 
health  must  be  funded  to  support  costs  in  four  main  areas.  First,  it  is  crucial  to  assist 
students  in  financial  need,  so  that  highly  motivated  and  qualified  students  will  not  be 
turned  away.  Second,  we  want  to  strengthen  and  expand  our  educational  programs 
in  areas  urgently  calling  for  prevention  and  control,  including,  but  not  limited  to: 
HIV/AIDS;  substance  abuse;  violence  and  injuries;  teenage  pregnancy;  the  health 
problems  of  women,  children  and  the  elderly;  access  to  health  care;  environmental  and 
occupational  health  hazards,  among  others. 


"Critical  Challenges:  Revitalizing  the  Health  Professions  for  the  21st  Century,"  Pew  Health 
Professions  Commission  (November  1995). 
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The  third  area  of  funding  is  aimed  at  forging  a  cooperative  "linkup"  between 
faculty  and  students  on  the  one  hand,  and  operational  public  health  agencies  and 
community-based  organizations  on  the  other. 

The  fourth  area  of  funding  requires  an  amendment  to  Medicare.  Health 
professions  training  policies  and  funding  are  undergoing  intense  study  for  changes  that 
would  produce  more  primary  care  practitioners  and  professionals  focused  on  caring  for 
the  health  of  communities.  With  these  changes  there  is  an  opportunity  to  include 
graduate  public  health  training  as  part  of  graduate  medical  education  and  to  include 
public  health  departments,  managed  care,  and  community-based  health  organizations 
as  accredited  institutions  eligible  to  directly  receive  GME  reimbursements.  ASPH  will 
pursue  this  change  through  proper  congressional  channels. 

Thank  you,  Mr.  Chairman,  for  the  opportunity  to  present  our  FY97 
appropriations  request  for  public  health  programs  administered  by  the  U.S.  Public 
Health  Service.  As  always  the  deans  thank  you  for  supporting  public  health  programs 
and  appreciate  your  leadership  in  Congress  to  ensure  appropriate  funding  levels  for 
public  health  programs.    Thank  you. 


STATEMENT  OF  THE  PENNSYLVANIA  POWER  &  LIGHT  CO. 
The  Low  Income  Home  Energy  Assistance  Program  (LIHEAP)  is  an  important 
safety-net  for  Pennsylvania's  poor  and  elderly  residents.  The  program  helps  pay  the 
energy  bills  of  hundreds  of  thousands  low-income  families  throughout  the  Commonwealth 
The  Pennsylvania  Power  &  Light  Company  (PP&L)  urges  the  Senate  Appropriations 
Subcommittee  on  Labor,  Health  and  Human  Services  and  Education  to  maintain  a  funding 
level  of  at  least  $r3  billion  for  fiscal  year  (FY)  1997. 

Federal  funding  for  LIHEAP  has  decreased  dramatically  over  the  years:  from  $2. 1 
billion  in  FY  1986  to  $1  08  billion  in  FY  1996.  Similarly,  the  LIHEAP  allocation  for 
Pennsylvania  over  this  time  period  has  fallen  from  $141  million  to  $71  million  ~  a  drop  of 
neariy  50%    Regarding  electric  utility  customers  in  Pennsylvania,  their  LIHEAP  benefits 
fell  from  $19  6  million  in  FY  1995  to  $10  7  million  in  FY  1996. 

The  U  S  Department  of  Health  and  Human  Services  (HHS)  may  allocate 
supplementary  LIHEAP  funds  to  states  that  have  acquired  non-federal  leveraged  resources 
for  low-income  households.  The  leveraged  resources  request  submitted  by  Pennsylvania 
to  HHS  was  the  second  highest  in  the  nation,  and  the  Commonwealth  received  the  fourth 
highest  leveraging  award  ($2  6  million)  granted  by  the  Department    Pennsylvania 
submitted  leveraging  activities  totaling  $72  4  million;  of  that  total,  state  regulated  electric 
and  gas  utilities  contributed  $54  million  or  75%.  The  $54  million  total  also  includes  $5 
million  that  the  state's  electric  and  gas  utilities  helped  to  raise  for  private  fuel  funds. 
PP&L's  programs  for  low-income  families  contributed  $3  6  million  to  the  state's 
leveraging  total 
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Some  federal  and  state  policy-makers  mistakenly  believe  that  the  energy  crisis  is 
over  for  poor  Americans;  however,  experience  in  the  Commonwealth  shows  otherwise.  In 
Pennsylvania,  the  percentage  of  income  needed  to  cover  typical  annual  energy  bills  is  30- 
40%  for  low-income  families  and  3-4%  for  higher  income  families    The  average  LIHEAP 
cash  grant  in  1986-87  covered  27%  of  the  average  annual  electric  heating  bill,  but  only 
1 5%  of  the  average  annual  electric  heating  bill  was  covered  by  the  average  LIHEAP  grant 
in  1995-96.  Furthermore,  the  average  LIHEAP  cash  grant  in  Pennsylvania  has  decreased 
significantly  from  $317  in  FY  1985  to  $140  in  FY  1996. 

The  Pennsylvania  Department  of  Public  Welfare  (DPW)  estimates  that  only  one- 
third  of  LIHEAP-eligible  households  receive  energy  assistance  because  of  limited  funding. 
In  1991-92,  for  example,  LIHEAP  served  520,600  low-income  households  in 
Pennsylvania;  that  number  is  expected  to  drop  to  268,000  in  1995-96.  Less  funding  for 
LIHEAP  has  forced  DPW  to  lower  income  guidelines  and  to  shorten  the  program  year. 
As  a  result,  thousands  of  working  poor  families  have  been  excluded  from  receiving 
LIHEAP  benefits 

LIFIEAP  is  a  critical  program  that  helps  sustain  a  basic  need  for  low-income 
families.  Its  recipients  are  the  elderiy,  the  working  poor,  and  the  disabled.  One-third  of 
LIHEAP  recipients  are  over  60  years  of  age  and  13%  are  disabled.  Neariy  7  out  of  10 
recipients  have  annual  household  incomes  under  S8,000.  Many  low-income 
Pennsylvanians  face  difficult  situations,  and  further  reductions  in  LIHEAP  could  turn 
hardship  into  tragedy. 

For  all  practical  purposes,  LIHEAP  functions  as  an  effective  block  grant  program. 
In  Pennsylvania,  for  instance,  LIHEAP  grants  are  not  distributed  merely  on  the  basis  of 
income;  rather,  they  are  targeted  according  to  household  income,  energy  costs,  and 
weather  regions.  LIHEAP  has  the  type  of  built-in  flexibility  that  many  states  are  looking 
for  in  federal-state  partnerships. 

STATEMENT  OF  DENIS  MURSTEIN,  ADMINISTRATIVE  DIRECTOR, 
ILLINOIS  COLLABORATION  ON  YOUTH 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

On  behalf  of  the  Illinois  Collaboration  on  Youth  (ICOY)  and  all  the 

young  people,  families  and  communities  who  benefit  from  the  work  of 
the  nearly  one  hundred  (100)  community-based  youth  serving 
agencies  that  we  represent.  I  want  to  thank  you  for  providing  us  the 
opportunity  to  speak  before  this  body. 
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I  am  here  today  to  urge  you  to  continue  to  ensure  that  young  people 
develop  into  healthy  and  productive  adults.   Since  1974,  Congress  has 
successfully  challenged  local  communities  to  allocate  their  resources 
toward  this  end.   The  Runaway  and  Homeless  Youth  Act  (RHYA), 
Title  III  of  the  Juvenile  Justice  and  Delinquency  Prevention  Act, 
has  been  the  foundation  of  support  for  sheltering  millions  of  youth  who 
are  in  need  of  temporary  services   and,  most  importantly,  reuniting 
hundreds  of  thousands  of  families  in  crisis. 

The  RHYA,  with  its  two  major  programs  -  Basic  Center  (BC)  and 
Transitional  Living  Grants  Program  (TLP)  for  homeless  youth  --  is 
integral  to  the  safety  and  positive  development  of  young  people  who 
run  or  are  homeless.    It  is  crucial  that  Congress  fund  these  cost- 
effective  programs  at  the  highest  levels. 

In  my  neariy  twenty  years  of  experience  in  working  with  and  on  behalf 
of  young  people  and  their  families,  I  have  experienced  the  greatest 
amount  of  pride  in  being  associated  with  the  many  fine  people  who 
have  dedicated  their  lives  to  reaching  out  to  youth  in  high-risk 
situations.    Groups  such  as  the  National  Network  for  Youth,  based 
here  in  Washington,  DC,  have  worked  tirelessly  to  develop  and 
disseminate  best  practices  that  help  BC,  TLP  and  other  youth 
programs  build  capable  youth,  strong  families  and  responsible 
communities. 

Sometimes,  for  example,  a  young  person  may  run  away  or  be  forced 
from  their  home  due  to  an  untenable  situation,  such  as  physical  or 
sexual  abuse.    Feeling  frightened,  they  may  not  think  of  what  is 
available  in  their  own  neighborhood  ~  they  just  go.  To  that  young 
person  at  that  point  in  time,  it's  a  matter  of  survival.    In  situations  like 
this  -  and  there  are  literally  hundreds  occurring  every  day  throughout 
the  U.S.  ~  I  am  truly  grateful  that  the  federal  govemment  has  taken 
leadership  in  providing  and  directly  funding  a  system  of  intervention  for 
youth  in  crisis  ~  many  of  whom  cross  state  lines  -  that  does  not 
burden  law  enforcement  and  juvenile  justice  authorities. 

As  an  active  and  concemed  member  of  my  community,  and  as  a 
parent,  I  am  comforted  to  know  that  there  exist  safe  places  which  are 
accessible  to  all  young  people  in  need.   I  also  value  the  national 
communications  system,  funded  through  the  Basic  Center  Program, 
operated  by  the  National  Runaway  Switchboard  in  Chicago. 

Through  a  toll-free  number,  young  people  in  crisis  can  reconnect  to 
their  families  and  be  refen-ed  to  services  that  will  help  them. 

While  communities  differ  and  their  responses  to  problems  are 
congruent  with  their  unique  needs,  the  challenges  confronting  our 
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nation's  young  people  on  their  path  to  adulthood  cut  across  racial, 
ethnic  and  economic  boundaries.   Several  years  ago,  I  was  privileged 
to  serve  as  director  of  a  shelter  for  girls  located  in  the  north  suburban 
Chicago  area.   The  program  was  of  modest  budget  by  any  standard, 
but  incredibly  effective. 

With  only  eleven  (11)  beds  available  at  any  time,  more  than  two 
hundred  and  fifty  (250)  giris  were  provided  temporary  shelter  in  any 
given  year.   Ninety-five  percent  (95%)  were  reunited  with  their  families, 
with  continued  counseling  support.    I  am  certain  that  without  the 
availability  of  that  program,  ninety-five  percent  of  those  girls  would 
have  had  no  other  place  to  go  than  to  the  state's  child  welfare  system. 
But,  this  is  not  the  exception.   This  is  merely  typical  of  the  miracles 
performed  by  the  programs  you  have  funded  under  the  Runaway  and 
Homeless  Youth  Act. 

What  is  even  more  incredible  is  that  prior  to  1974,  the  year  the 
Juvenile  Justice  and  Delinquency  Prevention  Act  (JJDPA)  was  first 
authorized,  those  same  giris,  under  the  same  circumstances,  would 
have  been  locked  up  in  jail.   More  than  twenty  years  later,  it's  difficult 
to  even  imagine  a  time  when  young  people  in  this  country  were  locked 
up,  for  lack  of  an  altemative,  after  having  undergone  the  trauma  of 
abuse.   Perhaps  more  than  any  other  benefit,  I  am  most  grateful  for 
the  conversion  from  wasted  human  potential  to  maximized  human 
capital  that  has  been  realized  due  to  the  existence  of  these  programs. 
It  reinforces  one  of  the  basic  tenets  of  the  Act:    Young  people  who  run 
away  or  have  been  forced  to  leave  their  homes,  but  who  have  not 
committed  crimes,  should  not  be  locked  up  in  jails,  detention  or  other 
facilities. 

From  an  appropriations  standpoint,  I  cannot  overestimate  the 
dividends  which  are  realized  from  the  state  and  local  levels  as  a  result 
of  a  relatively  modest  federal  investment.    In  FY  1995,  the 
appropriation  for  the  Basic  Center  program  was  $40,458  million. 
Illinois'  formula  share  of  that  was  $1,621  million.   These  funds  were 
distributed  to  seventeen  (17)  programs  throughout  the  state  ~  from 
Omni  Youth  Services  in  the  northem  Cook  and  Lake  County  suburbs 
of  Chicago  and  Aunt  Martha's  Youth  Service  Center  in  Chicago's  far 
south  suburbs,  to  McHenry  County  Youth  Service  Bureau  up  near 
the  Wisconsin  border  and  Franklin  -  Williamson  Youth  Service 
Bureau  at  the  southem  tip  of  the  state  extending  to  the  Kentucky 
border. 

The  program  names  may  be  different  but  the  goals  are  the  same: 
obviate  the  need  for  expensive  and  time-consuming  involvement  with 
the  child  welfare  and  juvenile  justice  systems,  except  when  absolutely 
necessary.    In  effect,  the  $1,621  million  in  RHYA  funding  plus  the 
additional  $1.8  million  in  JJDPA  funding  has  leveraged  an  additional 
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$25  million  in  Illinois  state  general  revenue  funds.   When  local  support 
from  United  Ways,  counties,  townships  and  villages,  as  well  as  private 
fundraising,  is  added  in  to  the  mix,  it  becomes  evident  that  federal 
funding  for  the  services  provided  through  the  Runaway  and  Homeless 
Youth  Act  makes  a  big  difference. 

Just  as  we  have  formed  partnerships  with  state  and  local  agencies,  we 
look  forward  to  congressional  leadership  and  support  to  help  us 
ensure  that  each  of  our  nation's  adolescents  is  afforded  the 
opportunity  to  transition  to  a  healthy  and  productive  adulthood. 

I  am  appreciative  of  the  opportunity  to  come  before  this  body  and  even 
briefly  convey  to  you  the  remarkable  story  of  these  wonderful 
programs.    While  I  am  most  familiar  with  Illinois,  whenever  I  come  into 
contact  with  colleagues  from  other  parts  of  the  country  ~  Texas, 
Oklahoma,  Florida,  California,  our  neighbors  up  in  Wisconsin  and  Ohio 
--  I  know  that  they  are  similariy  committed  to  serving  young  people 
and  their  families  in  their  respective  communities.    You  have  been 
supportive  and  I  hope  that  some  day  you  will  help  us  expand  RHYA  as 
a  community-based  system  of  opportunities,  services,  skills  and 
experiences  for  youth,  so  that  all  young  people  have  the  chance  to 
become  the  kind  of  parents,  workers,  neighbors  and  citizens  we  value. 


STATEMENT  OF  STANLEY  B.  PECK,  EXECUTIVE  DIRECTOR, 
AMERICAN  DENTAL  HYGIENISTS'  ASSOCIATION 

The  American  Dental  Hygienists'  Association  (ADHA)  is 
pleased  to  submit  its  recommendalions  regarding  FY  1997 
appropriations  for  the  Department  of  Health  and  Human  Services  and 
the  Department  of  Labor.    ADHA  is  the  largest  national  organization 
representing  the  professional  interests  of  the  more  than  100,000 
registered  dental  hygienists  (RDHs)  across  the  country.    Dental 
hygienists  are  preventive  oral  health  professionals,  licensed  in  dental 
hygiene,  who  provide  primary  educational,  clinical  and  therapeutic 
services  supporting  total  health  through  the  promotion  of  optimal  oral 
health. 

THE  NATION'S  OI^AL  HEALTH 

Oral  health  is  fundamental  to  total  health.   As  former  Surgeon 
General  C.  Everett  Koop  noted,  "if  you  don't  have  oral  health,  you're 
not  healthy."    Despite  recent  advances  in  preventing  oral  disease  and 
maintaining  oral  health,  oral  disea.ses  still  afflict  95%  of  all  Americans. 
Oral  Health  America/America's  Fund  for  Dental  Health  reports  that  20 
million  workdays  and  9  million  school  days  are  lost  annually  becau.se  of 
oral  health  problems. 
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COST-SAVINGS  ASSOCIATED  WITH 
PREVENTfVE  ORAL  HEALTH  CARE 

In  contrast  to  most  medical  conditions,  the  three  most  common 
oral  diseases  --  dental  caries  (tooth  decay),  gingivitis  and  periodontitis 
(gum  and  bone  disease)  --  are  proven  to  be  preventable  with  the 
provision  of  regular  oral  health  care.   This  proven  ability  translates  into 
huge  cost  savings.    Each  $1  spent  on  preventive  oral  health  care  yields 
$8  -  $50  in  savings.    Becau.se  of  this,  increased  access  to  the  preventive 
oral  health  services  provided  by  dental  hygienists  will  likely  result  in 
decreased  oral  health  care  costs  per  capita  and,  more  importantly, 
improvements  in  the  nation's  oral  and  total  health. 

ACCESS  TO  ORAL  HEALTH  CARE 

Despite  the  known  benefits  and  the  best  effectiveness  of 
preventive  oral  health  care,  the  Institute  of  Medicine  estimates  that  50% 
of  Americans  do  not  receive  regular  oral  health  care.    Improved  access 
to  preventive  oral  health  care  services  can  be  achieved  through  the 

reduction  of  current  harriers  which  inipcilc  the  in.ixinuim  ulih/;ili(>n  ol  ilenUil  hygienists.    The 
preventive  oral  health  care  services  proviileil  l>y  dental  hyiiienisis  arc  now  largely  available  only 
in  private  dental  offices,  which  serve  only  about  50';  of  all  Americans  on  a  regular  basis.    _ 
Currently,  direct  super\'ision  requirements  exist  in  approximately  half  of  the  slates.    These 
requirements  largely  preclude  the  outreach  ability  of  dental  hygienists  to  provide  oral  health 
care  to  populations  such  as  the  elderly  in  long  term  care  facilities,  and  others  whose  access  to 
dental  care  is  limited  by  their  lack  of  mobility. 

ADHA  is  dedicated  to  creating  additional  access  points  for  the  delivery  of  oral  health 
care  .services.    ADHA  views  the  rapidly  escalating  trend  toward  managed  care  as  an  o|>portunily 
lo  improve  access  to  the  proven  benellls  of  preventive  oral  health  care.    Oial  health  antl  dental 
hygiene  are  well  suited  to  managed  care  because  most  oral  disease  is  fully  preventable  and 
there  are  typically  fewer  referrals  lo  specialists. 

.Studies  have  shown  that  dental  hygienists  are  capable  of  providing  safe.  elTicienl  oral 
health  care  services  outside  of  private  dental  olTices  without  the  direct  supervision  of  dentists 
and  some  states  do  recognize  that  there  is  simply  no  difference  in  ihe  (|uality  of  oral  health 
care  provided  by  dental  hygienists  in  a  private  denial  ofllee  in  the  morning  and  in  a  nursing 
home  that  same  afternoon.   These  states  are  pioneering  less  restrictive  supervision 
requirements  in  an  effort  lo  fully  ulili/e  dental  hygiene  professionals.    We  urge  this 
Subcommiltee  and  all  Members  of  Congress  lo  recogni/e  and  facilitate  this  trend. 

ADHA  COMMITMENT  TO 
IMI'R()VIN(;  THE  NATION  S  OKAL  HEALTH 

Because  oral  health  is  a  vital  pari  of  lolal  health.  ADHA  urges  this  .Siibcommitlee  and 
all  Members  of  Congress  to  .seize  every  opportunily  to  increase  access  lo  cost -effect  i\e 
preventive  oral  health  services.    Any  effort  to  revamp  the  present  Medicaid  and  Medicare 
health  care  delivery  systems  i>r  lo  advance  incremental  health  care  reform  legislation  should 
embody  as  one  of  its  goals  increased  access  to  [)revenlive  oral  health  care  services.    The 
nation's  health  care  system  must  be  reoriented  lo  locus  on  preventive  and  primary  care  services 
including  those  provided  by  dental  hygienists.    ADHA  stands  ready  lo  work  wiih  Members  of 
Congress  to  improve  access  lo  the  cost-effective  preventive  oral  health  services  provided  by 
dental  hygicnist.s.    Bccau.se  oral  health  is  a  fundamental  part  of  lolal  health,  removing  barriers 
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to  the  preventive  iir;il  lic;illh  lare  services  pKiviileil  In  denial  liyjiieiiisls  will  result  in  heller 
health  for  the  nation. 

NATIONAL  INSTlTLITt:  OF  DENTAL.  KKSKAKC  M 

The  National  Institiile  ol  Dental  Research  (NIDR)  is  one  ol  the  thirteen  major 
liionieilieal  research  institutions  within  the  National  Insliliiles  ol  Health.    NIDFi  has  helpeil  to 
rcvoliitioni/e  our  knowledge  of  preventive  health  care  hy  itlentifyinu  the  causes  of  pre\enlaMe 
oral  tliseases  and  the  appro|)riale  strategies  to  conihal  iheni.    One  of  the  most  successful  puMic 
health  projects  in  history  --  water  lluoriilation  --  was  launched  .SI  ye.irs  ago  as  a  result  of 
research  conducted  by    NIDR's  very  first  director.    More  reeenlls.  through  NIDR  sponsored 
research  wc  have: 

•  developed  a  new  approach  to  the  treatment  of  tooth  decay  which  emphasizes 
dental  caries  as  a  bacterial  disease: 

•  made  progress  toward  a  vaccine  against  ilental  caries  anil  other  oral  infections; 

•  developed  a  mercury-free  dental  lllling; 

•  improved  adhesive  sealants  to  protect  teeth  from  the  ravages  of  dental  caries; 

•  discovered  hiomarkers  associatetl  with  tumoi  growth  and  tumor  suppression 
associateil  with  oral  cancer;  and 

•  demonstrated  the  importance  of  education  and  jiromotion  activities  in  assuring 
good  oral  health. 

NIDR's  work  in  dental  research  has  resulted  in  belter  oral  health  for  the  nation  add 
has  helped  curb  the  increase  in  oral  health  care  costs.    ADHA  recjuests  that  ihe'Subeommittee 
appropriate  $1')S  million  in  FY  l')'>7  fundinu  for  NIDR.    This  funding  level  will  not  only 
support  NIDR's  many  important  iirojects  but  will  help  hold  the  line  on  increases  in  oral  health 
care  costs. 

TITLE  VII  OF  THE  PUBLIC  HEALTH  SERVICt:  ACT 

ADHA  joins  the  Association  of  Schools  of  Allied  Health  Professions  and  others  in 
calling  for  $11)  million  for  allied  health  project  grants  and  $11)  millii>n  for  allied  health 
advanced-level  traineeships.    Although  allied  health  ilisciplines  constitute  approximately  f)0'v  of 
the  health  care  work  force,  fiscal  year  !'»')(>  speiuling  on  these  allieil  health  programs  was  only 
$.■^.4.^7  million,  or  approximately  .l)(K)(M).V,"?  of  total  federal  health  care  spending.    ADHA  is 
therefore  concerned  about  the  proposed  cttnsolidation  of,  ami  drastically  reduced  funding  for. 
these  and  other  health  professions  programs.    With  the  acknowledged  need  for  cost -effective 
primary  care  providers,  now  is  not  the  time  to  diminish  funding  for  ami  recognition  of  these 
important  allied  health  programs. 

DI.SADVANT.ACEI)  MINORITY'  HEALTH  IMPROVEMENT  ACT 

ADHA  supports  full  funding  of  the  Disadvantaged  Minority  Health  Improvement  Act 
and,  in  particular,  funding  for  grants  to  health  professions  schools  to  assist  in  providing 
scholarships  to  individuals  from  disadvantageil  backgrounds.    This  program  was  created  to 
address  serious  problems  in  the  ilelivery  of  health  care  to  disadwmlagcd  minorities.    Full 
funding  is  critical  to  efforts  to  recruit  more  minorities  into  ilenlal  hygiene  and  other  allied 
health  professions. 

CENTERS  FOR  UI.SEA.SE  CONTROL 

The  Division  of  Oral  Health  within  the  National  Center  for  Chronic  Disease  and 
Health  Promotion  Prevention  funded  throuuh  the  t  enters  for  Disease  Control  (CDC)  is  a  kev 


support  mechanism  lor  slate  ilciilal  IkmIiIi  prom.ims.    As  .1  nalionil  kaikr  in  ilcnial  iliscasi.' 
control  and  prevention,  the  Division  of  Oral  lleahh  provides  eonsiillalion.  training,  promotional 
and  eduealional  Mip|)orl,  disease  suiveillanee,  and  other  leehnieal  services  lo  siale  and  local 
governments  and  other  prolession.il.  eduealional  and  cili/en  ori;ani/alions.    ADHA  recpiesis 
that  the  CDC"  appropriation  include  funds  adeipiale  to  allow  the  Director  ol  CDC  to  allocate  $r. 
million  for  the  Division  of  Oral  Health  and  $(>  million  lor  the  Eradicalinu  Caries  in  Children 
program. 

K)()l)  AND  DKIK;  ADMINISTKATIONS  I'KOI'OSKI) 

RECULATION.S  (;()VERNIN(;  THE  .SALK  AND  DISTKIlUn  ION 

OF  NICOTINE-CONTAININC;  t  KJAKETTES  AND  SMOKELK.SS 

TOBACCO  PRODUCTS  TO  CHILDREN  AND  ADOLESCENTS 

ADHA  wishes  to  lake  this  opportunity  to  sujiporl  the  Food  and  Drug  Administration's 
(FDA)  regulations  governing  nicotine-containing  cigarettes  and  smokeless  tohaceo  products  to 
children  and  adolescents.    As  preventive  oral  health  specialists,  denial  hygienisls  know  lull  well 
the  value  of  prevention.    Cigarette  and  smokeless  tohaceo  use  creates  serious  --  and  preventable 
--  public  health  problems.    Allowing  the  FDA  to  regulate  tobacco  use  and  sales  will  help  lo 
prevent  loliacco  addiction  and  resulting  morbidity  and  mortality. 

Nearly  onc-lhird  of  high  school  seniors  now  smoke  and  smoking  among  Sih  graders 
increased  .^O'T^  (ivcr  the  Inst  several  years.    F.ach  day.  more  liian  VIHIH  young  people  begin  lo 
smoke;  lliis  means  that  there  are  more  than  one  million  new  smokers  each  year.    Bold  steps 
--  including  the  decision  lo  regulate  lobacco    -  are  neeiled  lo  pre\enl  future  generations  front 
developing  an  addiction  lo  nicotine-containing  tobacco  pri)ducls.    Teenage  smoking  is  a 
significant  national  problem  that  reipiires  a  nationally-cralteil  solution. 

ADHA  urges  members  of  this  Subcommittee  --  and  all  Members  of  Congress  --  lo 
take  a  leadership  role  in  support  of  this  important  move  to  prevent  smoking.    We  simply  can 
not  afford  to  neglect  the  health  and  future  productivity  of  any  chilil. 

a(;ency  for  health  care  policy  and  research 

ADHA  urges  minimum  funding  of  SldO  million  for  the  Agency  for  Health  Care  Policy 
and  Research  (AHCPR)  in  FY  IW7.    ADHA  also  encourages  AHCPR  to  deveK)p  an  oral 
health  research  agenda  focusing  on  preventive  oral  health  care  effectiveness,  i|ualily  and 
oulciimes  measures  lor  the  preventive  oral  health  services  ()ro\ided  by  denial  hygienisls. 

OFFICE  OF  DISEASE  PREVENTION  AND  HEALTH  PROMOTION 

The  Office  of  Disease  Prevention  and  Heallh  Promoli<in  (ODPHP)  is  critical  to 
achieving  the  objectives  of  Healthy  People  2000,  the  national  prevention  strategy  used  by  the 
Federal  governmeni  and  public  and  |irivale  heallh  agencies  across  the  country.    Healthy  People 
2IKK)  sets  measurable  objectives  lor  heallh  im|)rovemenl  and  measures  our  progress  in  meeting 
those  objectives.    It  is  the  only  ciunprehensive  national  report  card  on  |)revenlion  anil  heallh 
and  il  forms  the  broati  objecli\es  lor  every  I'ublic  Health  Senice  gr.inl  and  projecl. 

(iiven  ihe  increasing  emphasis  on  preventive  health  c.ire.  il  woulil  be  incongruous  to 
abandon  the  country's  prevention  policy.    ADHA  urges  the  Subconunillee  lo  |)ro\ide  continued 
funding  of  $4.23f>  million  for  ihe  important  i)revenlive  heallh  |)rograms  of  ODPHP  in  FY  1W7. 

DEPARTMENT  OF  LABOR 
OCCUPATIONAL  SAFET\'  AND  HEALTH  ADMINISTRATION 

ADHA  believes  that  the  Occupational  Safety  and  Heallh  Adminislr.ilion  (OSHA)  has 
an  important  role  to  play  in  promoting  entployee  safety  in  the  workplace.    ADHA  has 
historically  supporled  OSHA's  work  with  regard  to  the  denial  workplace,  including  OSHA's 
bitnulborne  pathogens  standard,  which  governs  employers'  obligations  concerning  occupational 
expo.surc  to  Ihe  Hcpatitis-B  Virus  (HBV),  Human  Imnumodenciency  Virus  (HIV)  and  (»ther 
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hidodbornc  palhogcns,  and  OSHA's  h;i/aril  iinuiminicalioii  sl;iiul;iril.\vliiili  ic(|uircs  llic 
dcvclopmcnl  of  material  safely  data  shccls  (MSDSs)  liir  ha/anlous  ilKiniials  sn  ihal  workers 
know  the  hazards  and  identities  of  the  cheniieals  they  arc  exposed  lo  while  working,  as  well  as 
the  nicas\ircs  ihey  ean  lake  lo  proleel  themselves.    More  reeenlly  ADHA  has  assisted  OSHA  ir 
the  development  of  an  ergonomie  standard.    ADHA  heliexes    -  and  the  seienliHe  lileraliire 
supports  --  the  work  relaledness  of  ergonomie  disorders,  sutli  as  ear|>ai  limnel  syndrome, 
among  tienlal  hvgienisls.    Af^llA  urges  the  SulKommillee  lo  ,ippni|)riale  monies  smh  llial 
OSHA  will  he  ahle  to  promote  employee  safety  in  the  workplace,  including  the  dental  hygiene 
workplace. 

CONCLUSION 

ADHA  encourages  the  Sulicommillee  lo  continue  its  support  of  |)revenlive  health 
programs  and  preventive  health  professionals  as  ihe  most  responsible  method  li>r  long-range 
reductions  in  national  health  care  expenditures.    ADHA  is  commilleil  lo  working  with  this 
.Suticommiltce  --  and  all  Mcmhcrs  of  Congress  --  to  improve  the  nation's  oral  health.    We 
appreciate  the  opportunity  to  submit  our  views. 


STATEMENT  OF  SUSAN  HOLLANDER,  MEMBER,  BOARD  OF 
DIRECTORS,  SUDDEN  INFANT  DEATH  SYNDROME  ALLIANCE 

Mr.  Chairman  and  nrtembers  of  the  Subcommittee,  thank  you  for  the  opportunity  to  submK 
testimony  to  you  regarding  the  federal  govemment's  response  to  and  furxling  of  Sudden  infant 
Death  Syndrome  (SiDS). 

SIDS  is  a  frightening  disease  that  l<nows  no  economic  or  cultural  tx)undaries;  it  can  stril<e  an 
infant  from  any  country,  culture,  or  socio-economic  background.  In  the  typical,  but  always 
tragic  SIDS  case,  an  apparently  healthy  child  is  put  to  t>ed  without  any  indication  that 
something  is  wrong.  Sometime  later,  the  infant  is  found  dead.  The  infant's  prior  nf>edical 
history,  a  complete  postmortem  examination,  and  a  thorough  investigation  of  the  death  scene 
provide  no  explanatton  for  the  cause  of  death. 

in  this  country  approxinrtately  7.000  Infants  die  each  year  as  a  result  of  SiDS  -  nearly  one  baby 
every  hour,  every  day.  SIDS  Is  the  number  on  cause  of  death  for  infants  one  week  to  one  year 
of  age.  it  is  a  major  component  of  the  high  rate  of  infant  mortality  in  the  United  States,  yet  we 
still  do  not  know  what  causes  SIDS  nor  how  to  prevent  it  from  claiming  so  many  young  lives. 

Although  cases  of  the  syndrome  have  t>een  noted  since  bit>licai  times,  organized  scientific 
research  into  the  cause  of  SIDS  is  recent,  dating  to  the  mid-1970's.  After  decades  of  scientific 
study,  we  are  just  beginning  to  make  real  progress  in  reducing  the  number  of  babies  dying  of 
SIDS  and  are  starting  to  unravel  the  mystery.  The  U.S.  "Back  to  Sleep'  campaign  has 
heightened  awareness  about  SIDS  and  offered  parents  an  opportunity  to  reduce  their  infant's 
risk  for  SIDS.  An  exciting  new  finding  was  announced  this  year  by  a  researcher  supported  by 
both  federal  and  private  grants.  Studies  done  on  the  brains  of  normal  infants,  as  compared 
to  those  who  died  of  SIDS  indteated  that  many  of  the  infants  who  died  of  SiDS  have  an 
abnormality  in  a  regk)n  of  the  brain  thought  to  play  a  role  in  heart  and  lung  control.  This 
defect  may  hamper  normal  respiratory  activity,  and  though  not  the  sole  cause  of  SiDS,  it  may 
contribute  to  a  larger  respiratory  impairment  leading  to  the  baby's  death.  Whereas  healthy 
babies'  nervous  systems  detect  breathing  difficulties  and  arouse  them,  it  is  believed  that  SIDS 
babies  may  not  be  able  to  detect  reduced  levels  of  oxygen  or  elevated  levels  of  carbon 
dkDxkJe.  Therefore  they  do  not  respond  by  gasping  for  breath,  crying,  or  turning  their  heads 
like  a  non-Impaired  infant,  leaving  them  more  vulnerable  to  SIDS.  This  is  an  important 
breakthrough,  expanding  our  understanding  about  SIDS;  it  offers  renewed  hope  that  with 
further  research  we  will  be  able  to  identify  babies  that  are  most  vulnerable  and  ultimately 
prevent  all  SIDS  death. 
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The  primary  federal  agency  responsible  for  conducting  research  into  SIDS  is  the  National 
Institute  of  Child  Health  and  Hunnan  Development  at  the  National  Institutes  of  Health.  In 
addition  to  federal  funding  of  SIDS  research,  there  are  other  agencies  involved  in  SIDS  efforts. 
Since  1975.  the  Maternal  and  Child  Health  Bureau  (MCHB)  of  the  Health  Resources  and 
Services  Administration  (HRSA)  has  supported  specific  programs  for  SIDS  family  counseling 
and  for  public  and  professional  education  about  SIDS.  Currently.  MCHB  is  implementing  SIDS 
initiatives  recommended  by  the  federally  funded  "Nationwide  Survey  of  Sudden  Infant  Death 
Syndrome  Service."  The  Centers  for  Disease  Control  are  working  on  establishing  a 
standardized  death  scene  investigation  protocol  for  SIDS  incidents.  An  Interagency  Panel  on 
SIDS,  which  includes  the  Health  Resources  and  Services  Administration.  National  Institutes  of 
Health.  Centers  for  Disease  Control  and  Prevention.  Indian  Health  Services.  Food  and  Drug 
Administration.  Substance  Abuse  and  Mental  Health  Service  Administration,  US  Consumer 
Product  Safety  Commission.  Department  of  Defense.  Administration  for  Children  and  Families, 
and  the  Department  of  Justice  help  coordinate  SIDS  activities  between  government  agencies. 

National  Institute  of  Child  Health  and  Human  Development 

Mr.  Chalnnan.  thanks  to  the  funding  which  has  been  provided  by  this  Subcommittee, 
researchers  supported  by  the  NICHD  SIDS  Program  have  been  making  real  progress  in  the 
fight  against  SIDS.  In  1988.  at  the  request  of  Congress,  the  NICHD  assembled  a  group  of 
scientists  to  examine  the  current  state  of  knowledge  about  SIDS  and  articulate  future  SIDS 
research  needs.  The  result  of  this  effort  vwis  the  SIDS  Five  Year  Research  Plan.  The  Five  Year 
Plan  was  so  successful  and  productive  that  a  second  SIDS  Five  Year  Plan  was  Initiated  in 
FY95.  Through  research  projects  sponsored  by  NICHD.  scientists  have  expanded  our  base 
knowledge  of  SIDS  and  our  understanding  of  the  causes  and  underlying  mechanisms  of  the 
syrxirome.  Research  objectives  have  focused  on:  identifying  infants  at  risk  for  becoming 
vtetlms  of  SIDS  Including  developing  markers  to  detect  which  babies  are  most  vulneralile; 
clarifying  the  relationship  between  high-risk  pregnancy,  high-risk  infancy,  and  SIDS; 
investigating  factors  which  place  babies  at  higher  risk  and  stresses  that  may  trigger  a  SIDS 
occurrence;  and  exploring  mechanisms  and  Interventions  that  may  prevent  SIDS  deaths. 

ProvkJed  below  are  a  few  highlights  of  the  accomplishments  of  the  first  SIDS  Five  Year 
Research  Plan,  as  well  as  some  Indications  of  the  direction  of  future  research  concentrations 
outlined  in  the  secorxj  SIDS  Five  Year  Research  Plan. 

*  NICHD  funded  the  estat)lishment  of  a  repository  for  brain  and  tissue  specimens  from 
infants  and  children  with  various  neurodevelopmental  disorders.  Greatly  enhancing  the 
resources  availatile  for  SIDS  investigation,  the  accessibility  of  brain  and  tissue  samples  have 
lead  to  an  Improved  understanding  of  the  causes  of  SIDS  and  the  abnormalities  of  SIDS 
Infants.  One  picture  that  has  emerged  is  that  SIDS  Infants  may  t^e  tx>m  with  a  brain  deficit  that 
makes  them  vulnerat)le  t>ecause  they  do  not  respond  appropriately  to  decreased  oxygen  or 
Increased  carbon  dioxkle  during  sleep. 

*  Another  study  focused  on  the  effectiveness  of  apnea  monitors  in  kJentifying  and 
describing  life  threatening  events.  The  hope  is  that  information  gained  from  this  research  will 
akd  in  the  development  of  home  monitoring  systems  that  will  be  simpler,  more  specific,  and 
have  greater  potential  to  identify  infants  poised  to  have  a  life-threatening  episode  in  time  to 
save  the  infant.  In  a  follow-up  study,  NICHD  established  a  clinical  network  of  investigators  to 
conduct  a  standard  protocol  for  high  risk  infants  and  develop  centralized  data  collection  and 
analysis.  In  addition  to  assisting  the  development  of  new  monitoring  technology,  this  study  has 
added  to  our  understanding  atx)ut  the  maturation  of  heart  and  respiratory  functions  in  sleeping 
infants.  The  ultimate  goal  Is  to  establish  specific  variables  (such  as  an  infant's  cry, 
cardioresplration  and  sleep  characteristics)  which  may  be  used  to  predict  life  threatening 
events  in  high  risk  infants. 

*  NICHD  carried  out  a  multi-disciplinary  project  on  the  maturation  of  sleep  states  in  the 
Infant  and  the  maturation  of  life  sustaining  mechanisms  during  sleep.  It  is  hypothesized  that 
the  rapkJ  developmental  changes  in  these  mechanisms  and  their  interactions  may  make  an 
infant  vulnerable  to  sudden  death  during  a  sleep  period. 
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*  In  cooperation  with  the  Indian  Health  Service  and  the  Centers  for  Disease  Control  and 
Prevention,  NICHD  conducted  a  study  that  investigated  the  causes  of  and  risk  factors  for  the 
high  rate  of  SIDS  incidents  in  the  Native  American  population  in  the  Aberdeen  area.  A  case 
controlled  study  of  sudden  unexpected  infant  deaths  in  Chicago,  Illinois,  was  also  initiated  in 
collaboration  with  CDC  to  identify  possit)le  tjehavioral,  social  and  environnnental  risk  factors  for 
SIDS  in  an  inner  city,  predominantly  black  population. 

•  NICHD-sponsored  researchers  investigated  reports  of  studies  performed  in  Australia, 
New  Zealand  and  the  United  Kingdom  which  suggested  a  significantly  increased  incidence  of 
SIDS  for  infants  put  to  sleep  in  the  prone  (stomach-down)  position.  The  initial  reports  from 
abroad  resulted  in  a  recommendation  by  the  American  Academy  of  Pediatrics  in  1992  to  place 
infants  on  their  backs  or  sides  to  sleep.  In  a  subsequent  conference  sponsored  by  NICHD 
U.S.  scientists  concluded  that  there  is  convincing  evkJence  that  side  or  back  sleeping  appears 
to  have  been  responsible  for  declir>es  in  SIDS  rates  of  as  much  as  50-70%  in  other  countries. 
As  a  result,  in  May  1994,  the  NICHD  and  other  members  of  the  U.S.  Public  Health  Service, 
along  with  the  American  Academy  of  Pediatrics,  the  SIDS  Alliance,  and  the  Association  of  SIDS 
Program  Professionals  launched  the  "Back  to  Sleep"  campaign  In  the  U.S.  to  encourage 
parents  to  put  healthy  babies  to  sleep  on  their  backs  or  sides.  NICHD  has  actively  monitored 
the  change  in  infant  sleep  practices  subsequent  to  the  campaign.  A  few  states  have  just  begun 
to  report  reductions  in  their  SIDS  rates,  anributing  the  decline  to  the  "Back  to  Sleep"  campaign. 
Additional  research  and  pu^ic  awareness  efforts  are  needed  to  accomplish  the  results 
achieved  abroad,  but  perhaps  over  the  next  several  years  the  U.S.  will  be  able  to  report  similar 
progress  in  the  fight  against  SIDS. 

Beginning  In  FY95,  thanks  to  the  funding  generously  provkJed  by  this  Subcommittee,  the 
second  SIDS  Five  Year  Research  Plan  was  initiated,  enabling  NICHD  to  continue  to  support 
Its  active  research  into  the  etiology,  pathogenesis  and  prevention  of  SIDS.  Existing  programs 
were  extended  and  expanded  during  FY95  and  FY96.  including  the  high  risk  infant  monitoring 
study,  the  Chicago  infant  mortality  study,  and  the  "Back  to  Sleep"  campaign.  Beginning  in 
FY96  NICHD  is  working  with  the  Office  of  Research  on  Minority  Health  to  establish  community 
ttased  centers  In  areas  with  a  substantial  under-represented  minority  population  to  develop 
common  biomedical  research  protocols;  and  to  train  minority  researchers.  At  the  request  of 
the  Government  of  the  Russian  Federation.  NICHD  led  a  delegation  of  scientists  and  health 
professionals  at  a  conference  on  Perinatal  Pathology  to  discuss  the  protjiem  of  SIDS  in  Russia 
and  plan  areas  of  collaboration. 

If  adequate  funds  are  allocated  in  FY97,  NICHD  plans  to  extend  the  Infant  Mortality  Study  In 
the  Aberdeen  Area  of  the  Indian  Health  Service,  continue  the  evaluation  and  documentation 
of  infant  care  practices  such  as  sleep  position  and  other  risk  factors,  and  Improve  and  expand 
the  distribution  of  the  "Back  to  Sleep"  campaign.  A  prospective  study  to  validate  potential 
predictive  biologic  tests  for  SIDS  risk  and  studies  to  increase  our  knowledge  of  the  Infant's 
immune  response  to  infection  and  its  affect  to  the  autonomic  nervous  system  are  new  efforts 
to  be  initiated  this  year. 

The  SIDS  Alliance  Is  grateful  for  the  Subcommittee's  past  support.  We  urge  you  to  again 
provide  full  funding  in  the  amount  of  $16,330,000  for  the  third  year  of  the  second  Five  Year 
SIDS  Research  Plan  so  that  NICHD  can  complete  critical  initiatives.  Further  research  is 
essential  to  find  the  reasons  for.  and  means  of  preventing,  the  tragedy  of  Sudden  Infant  Death 
Syndrome. 

Centers  for  Disease  Control 

Due  to  Inconsistencies  from  state  to  state  at  the  scene  of  an  unexplained  infant  death,  in  1993 
Congress  recommended  that  a  standard  death  scene  protocol  be  estat>lished.  The  hope  was 
that  the  death  scene  protocol  would  t>e  adopted  by  states  as  a  means  of  developing  a  better 
statistical  grasp  on  SIDS  cases,  and  would  help  to  avokJ  awkward  and  sometimes  emotionally 
charged  misunderstandings  at  the  scene.  In  July  1993,  the  Centers  for  Disease  Control  and 
Prevention  and  the  National  Institute  of  Child  Health  ar>d  Human  Development  held  a  workshop 
on  "GukJelines  for  Scene  Investigation  of  Sudden  Unexplained  Infant  Deaths".  The  proceedings 
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of  the  workshop  were  published  in  the  American  Journal  of  Forensic  Sciences.  The  actual 
protocol  Is  expected  to  t>e  published  in  the  next  few  months  in  the  Mortality  f^orblditv  Weekly 
Report.  The  long  term  goal  of  the  Alliance  is  to  encourage  each  state's  adoption  of  the 
guidelines. 

Maternal  and  Child  Health  Bureau 

The  MCl-IB  supports  a  numtier  of  SIDS  related  services  and  issues,  including  the  National  SIOS 
Resource  Center,  a  major  source  of  cun^ent  information  atxjut  SIDS.  The  Center  maintains  a 
national  datat)ase  of  approxinriately  5.000  books,  reports,  and  articles  on  SIDS  and 
bereavement,  and  publishes  information  for  national  distribution.  The  National  SIDS  Resource 
Center  has  played  a  significant  role  in  the  'Back  to  Sleep'  campaign,  staffing  the  800  hotline 
number  and  processing  the  more  thian  3  million  pieces  of  campaign  materials. 

MCH  Service  Block  Grant  funds  are  used  by  MCH  State  Directors,  either  alone  or  in 
combination  with  non-federal  funds,  to  provide  a  range  of  services  to  SIDS  families.  Block 
grant  funds  support  activities  such  as  contact  with  families  immediately  after  death;  discussion 
of  the  autopsy  results  with  the  family;  and  family  support  through  the  first  year  of  bereavement. 
In  many  jurisdictions  across  the  country,  funds  for  these  services  have  decreased  or  even  been 
eliminated  because  of  txidgetary  difficulties. 

In  response  to  a  request  of  Congress,  MCHB  funded  the  'Nationwide  Survey  of  Sudden  Infant 
Death  Syndrome  Servk:es'  in  1992.  Last  year,  MCHB  contracted  the  development  and  field 
testing  of  a  curriculum  to  train  health  care  providers  In  the  case  management  of  families  who 
have  experienced  an  Infant  death,  as  recommended  by  the  Survey.  To  date.  100  health 
professionals  have  participated  in  the  training  program;  more  than  150  people  are  currently  on 
the  waiting  list  for  future  training  sessions.  MCHB  is  also  supporting  the  development  of  model 
programs  to  meet  the  needs  of  families  --  particularly  the  underserved  and  minorities  --  who 
experience  an  infant  death,  as  recommended  by  the  Survey.  Four  demonstration  grants  in 
Califomia,  Massachusetts,  Missouri  and  New  York  have  been  initiated  to  target  services  for 
specific  populations. 

Cun-ently,  there  are  no  funds  set  askie  to  address  SIDS  service  issues  at  the  federal  level  on 
an  ongoing  basis.  We  request  that  Congress  direct  MCHB  to  develop  and  fund  a  SIDS 
program  support  center  to  facilitate  implementation  of  the  recommendations  of  the  'NationwkJe 
Survey  of  SIDS  Services'  as  well  as  respond  to  program  priority  needs  associated  with  grief 
and  bereavement  support  and  prevention.  An  annual  federal  commitment  of  $500,00  Is  needed 
to  fund  these  efforts. 

Fourth  SIDS  International  Conference 

The  SIDS  Alliance,  in  conjunction  with  SIDS  International  is  hosting  the  Fourth  SIDS 
International  Conference  on  June  23-26,  1996  In  Bethesda,  Maryland.  The  partnership  of 
countries  provided  by  Ihe  International  Conference  will  result  in  a  heightened  awareness  of 
SIDS  throughout  the  world,  as  welt  as  a  vital  link  allowing  the  rapkj  exchange  of  high  quality 
intemational  research,  prevention,  and  service  data.  The  global  focus  of  efforts  facilitates 
scientific  breakthroughs  and  enables  the  development  of  innovative  puljlic  health  strategies  to 
combat  SIDS  and  assist  families.  NICHD  and  MCHB  are  both  participating  In  this  event  and  a 
request  for  support  Is  still  pending  at  CDC.  The  collaboration  between  private  organizations 
and  federal  agencies  is  important  in  moving  forward  with  all  aspects  of  activities  relating  to 
SIDS  Including  research,  death  scene  protocol  and  local  SIDS  services. 

As  we  are  all  too  painfully  aware,  Sudden  Infant  Death  Syndrome  has  historically  been  a 
mystery,  leaving  in  its  wake  devastated  families  and  bewildered  physicians.  In  the  past  there 
have  been  no  answers  to  why  a  baby  dies  of  SIDS.  For  new  and  expectant  parents  there  have 
been  no  answers  on  how  to  prevent  SIDS  from  claiming  their  child.  But  today,  we  are 
beginning  to  find  some  of  the  answers  such  as  factors  that  increase  the  risk  for  SIDS  and 
actions  parents  can  take  to  reduce  the  risks.  Recent  research  has  provided  us  with  an 
unprecedented  opportunity  to  decrease  the  number  of  SIDS  deaths  by  alerting  new  parents 


393 


about  a  few  simple  steps  that  they  can  take.  It  Is  Important  to  realize  however,  that  while 
following  the  recommendations  presented  may  help  to  prevent  some  SIDS  deaths,  It  will  not 
save  all  babies;  we  still  do  not  know  what  causes  SIDS  nor  do  we  know  how  to  predict  which 
babies  are  vulnerable. 

There  is  still  a  great  deal  more  that  needs  to  be  done  in  the  fight  against  SIDS.  It  would  truly 
be  a  tragedy  if  research  efforts  were  halted  or  delayed  at  the  point  when  so  much  progress  Is 
being  made.  Research  capability  arxJ  technology  are  available  to  conduct  additional  studies 
that  will  advance  our  abilities  to  eliminate  SIDS.  Now  is  the  time  for  us  to  do  something  about 
SIDS  and  prevent  babies  from  dying  of  SIDS  in  the  future. 

We  urge  the  subcommittee  to  support  SIDS  research  by  funding  the  NICHD  at  a  level  of 
$650,000,000.  a  9.2%  increase  over  the  FY96  budget.  Designating  $16,330,000  for  SIDS 
research  in  Pr'97  is  a  critical  factor  in  our  continued  progress. 

On  behalf  of  the  thousands  of  families  who  have  been  devastated  by  the  loss  of  a  baby  to 
SIDS.  and  the  millions  of  concerned  and  frightened  new  parents  each  year,  we  thank  you  for 
your  past  support  and  for  erwbling  the  Sudden  infant  Death  Syndrome  Alliance  to  provide  this 
testimony.   If  you  have  any  questions,  please  do  not  hesitate  to  contact  us. 


STATEMENT  OF  HOWARD  J.  SILVER,  EXECUTIVE  DIRECTOR, 
THE  CONSORTIUM  OF  SOCIAL  SCIENCE  ASSOCIATIONS 

The  Consortium  of  Social  Science  Associations  (COSSA)  appreciates  this  opportunity 
to  comment  on  the  FY  1997  appropriations  for  the  National  Institutes  of  Health  (NIH)  and  the 
Centers  for  Disease  Control  and  Prevention  (CDC).  COSSA  represents  nearly  100 
professional  associations,  scientific  societies,  universities  and  research  institutes  concerned 
with  the  promotion  of  and  funding  for  research  in  the  social  and  behavioral  sciences.  COSSA 
functions  as  a  bridge  between  the  research  world  and  the  Washington  community.  A  list  of 
COSSA's  Members,  Affiliates,  and  Contributors  is  attached. 

First,  Mr.  Chairman,  COSSA  would  like  to  thank  you  and  the  subcommittee  for  your 
efforts  on  behalf  of  the  NIH  and  the  CDC  during  last  year's  budget  proceedings.  We  recognize 
the  difficult  decisions  which  you  and  the  members  of  the  subcommittee  were  confronted. 
COSSA  would  also  like  to  thank  the  Subcommittee  for  its  sustained  support  of  behavioral 
research  at  NIH,  especially  that  which  falls  under  the  rubric  of  "health  and  behavior"  research. 
Your  recognition  that  our  nation's  health  problems  have  multiple  determinants  -  social, 
behavioral  and  biomedical  -  is  essential  for  ensuring  efficient,  effective  solutions  to  the 
complex  health  challenges  we  face  now  and  in  the  future.  A  sustained  investment  in  the  NIH 
and  the  CDC  is  critical  to  the  health  of  America. 

The  National  Institutes  of  Health 

For  more  than  a  decade,  COSSA  has  strongly  advocated  for  increased  social  and 
behavioral  research  at  the  NIH.  Critical  health  issues  including  adolescent  pregnancy,  infant 
mortality,  substance  abuse,  cardiovascular  disease,  cancer  and  AIDS  have  significant 
behavioral  factors  that  must  be  addressed  in  order  to  prevent  and  treat  them. 

Yet,  while  individual  behavior  is  important  to  health,  it  must  not  be  the  only  focus  for 
solving  our  complex  problems.  Social  and  economic  factors  that  contribute  to  the  quality  of 
life  among  the  ill,  or  affect  their  adherence  to  treatment  regimens,  are  equally  important 
aspects  of  the  health  experience.  These  factors  include  racial/ethnic  status,  gender,  age, 
income,  education,  community,  cultural  orientation,  and  religion.  It  is  COSSA's  position  that 
federal  disease  prevention  and  health  promotion  activities  cannot  be  effective  without 
recognizing  the  role  of  these  social  and  economic  factors. 

For  Fiscal  Year  (FY)  1997  COSSA  supports  a  6.5  percent  increase  in  funding  for  the 
National  Institutes  of  Health,  the  level  of  funding  needed  to  maintain  the  high  standard  of 
scientific  achievement  represented  by  the  NIH. 


While  the  potential  that  social  and  behavioral  research  possesses  has  not  been  fully 
recognized  by  the  NIH,  there  are  institutes  that  support  significant  programs  in  social  and 
behavioral  research:  the  National  Institute  on  Aging  (NIA),  the  National  Institute  on  Child  Health 
and  Human  Development  (NICHD),  the  National  Institute  of  Nursing  Research  (NINR),  the 
National  Institute  of  Mental  Health  (NIMH),  the  National  Institute  of  Alcohol  Abuse  and 
Alcoholism  (NIAAA),  and  the  National  Institute  on  Drug  Abuse  (NIDA). 

In  addition,  COSSA  believes  that  the  newly  created  Office  of  Behavioral  and  Social 
Sciences  Research  is  essential  to  coordinating  social  and  behavioral  research  across  the  NIH. 
COSSA  also  believes  that  a  consolidated  appropriation  for  the  Office  of  AIDS  Research  is 
necessary  to  prevent  inefficiency  and  duplication  of  AIDS  research. 

The  Office  of  Behavioral  and  Social  Sciences  Research 

COSSA  is  extremely  pleased  with  the  progress  that  has  been  made  by  the  newly 
implemented  Office  of  Behavioral  and  Social  Sciences  Research  (OBSSR)  and  its  director,  Dr. 
Norman  Anderson.  The  creation  of  OBSSR  in  the  Office  of  the  Director  was,  as  you  know, 
created  with  bipartisan  support  by  the  Congress  in  recognition  of  the  substantial  influence  of 
behavior  and  social  factors  on  health.  The  OBSSR,  despite  having  only  been  in  operation  since 
July  1995,  has  many  activities  underway,  including  a  draft  definition  of  behavioral  and  social 
sciences. 

National  Institute  on  Aging 

As  the  baby  boom  generation  ages,  the  demands  on  our  human  and  fiscal  resources 
will  increase  exponentially.  Accordingly,  it  becomes  increasingly  vital  to  the  health  of  our 
entire  society  that  we  age  well.  It  is  well  documented  that  many  of  the  problems  that 
accompany  aging  are  the  result  of  behaviors  that  place  individuals  at  a  greater  risk  for  negative 
outcomes  such  as  poor  health  and  depression.  Recent  research  supported  by  the  National 
Institute  on  Aging  (NIA)  has  shown  the  benefits  of  adopting  healthy  lifestyle  practices:  physical 
activity,  nutrition,  and  discontinuing  unhealthy  habits  such  as  smoking.  Regardless  of  the 
well-publicized  benefits  of  these  lifestyle  changes,  surveys  report  that  older  people  are  not 
motivated  to  change  their  behavior.  Accordingly,  NIA  is  looking  to  stimulate  additional 
research  that  look  at  the  social  and  behavioral  factors  in  initiating  and  maintaining  healthy 
behaviors. 

Currently,  it  is  estimated  that  4  million  Americans  suffer  from  Alzheimer's  Disease 
(AD).  Understanding  the  social  and  behavioral  aspects  of  Alzheimer's  and  other  debilitating 
diseases  is  especially  important  given  the  projected  dramatic  increase  in  the  number  of  people 
over  age  65.  The  number  of  people  suffering  from  this  devastatingly  debilitating  disease  is 
projected  to  reach  critical  proportions  here  in  the  U.S.  in  the  near  future  as  Americans  continue 
to  live  longer. 

The  lives  of  the  care  givers  of  the  current  4  million  Americans  with  AD  are  being 
affected  by  this  illness  and  are  experiencing  great  emotional,  physical,  and  financial  stress. 
Fortunately,  in  addition  to  studying  the  disease  itself,  the  NIA  is  and  has  been  concerned  about 
what  needs  to  be  known  to  help  the  families  of  those  with  AD.  Researchers  at  the  NIA  are 
especially  interested  in  studying  care  giver's  perceptions  of  and  responses  to  AD,  the  nature 
of  caregiving,  linkages  between  formal  and  informal  care,  interventions  to  reduce  the  burdens 
of  care,  ethnic  differences  in  care  giving,  and  the  costs  of  AD  for  families  and  for  society. 

Finally,  the  work  of  NIA's  Office  of  Demography  in  Aging  and  its  Heath  and  Retirement 
Survey  is  critical  to  analyzing  the  economic  well-being  and  health  among  older  households  as 
people  age,  especially  as  we  seek  to  cope  with  policy  questions  concerning  Social  Security, 
Medicare  and  pensions. 

National  Institute  of  Child  Health  and  Human  Development 

The  National  Institute  of  Child  Health  and  Human  Development  (NICHD)  has  long  served 
as  a  strong  example  of  an  institute  that  looks  not  only  to  the  physiological  factors  affecting 
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health,  but  recognizes  the  importance  of  behavioral,  social,  environmental  and  genetic  factors 
to  health  outcomes.  Its  scientists  recognize  the  importance  of  multidisciplinary  research. 
However,  among  the  NIH  institutes,  NICHD  historically  has  had  one  of  the  lowest  funding  rates, 
whether  measured  by  award  rate  or  success  rate. 

While  the  quality  of  research  being  conducted  at  all  of  the  branches  of  NICHD  is  well 
known  and  appreciated  by  Congress,  COSSA  would  like  to  underscore  the  Demographic  and 
Behavioral  Sciences  Branch  (DBSB).  At  DBSB  scientists  from  a  wide  variety  of  disciplines 
including  demography,  sociology,  economics,  psychology,  anthropology,  epidemiology, 
biology  and  public  health  all  contribute,  often  with  interdisciplinary  approaches,  to 
understanding  population  issues.  Research  supported  by  DBSB  includes  the  determinants  of 
out-of-wedlock  and  teen  childlx>aring,  characteristics  of  single-parent  families,  infant  mortality, 
risk-taking  behavior,  and  family  and  household  behavior. 

Because,  out-of-wedlock  childbearing  and  fatherhood  have  been  targeted  as  high 
priority  scientific  areas  for  the  NICHD,  the  Institute  has  launched  a  set  of  research  projects  to 
look  at  the  high  rates  of  unintended  pregnancy,  despite  widespread  access  to  contraception. 
Additionally,  NICHD,  in  response  to  a  directive  in  the  Violent  Crime  Control  and  Law 
Enforcement  Act  of  1994,  collaborated  with  other  agencies  in  the  Department  of  Health  and 
Human  Services  and  top-ranked  scientists  produced  a  comprehensive  report  to  Congress  on 
out-of-wedlock  childbearing. 

Since  the  establishment  of  NICHD  in  1962  in  response  to  the  high  Infant  mortality  rate, 
there  has  been  a  69  percent  decrease  in  infant  mortality,  and  most  of  this  decline  over  the  years 
is  cleariy  attributable  to  NICHD  research.  While  additional  research  is  needed  to  reduce  infan> 
mortality  rate  of  African  American  infants,  recent  advances  in  treating  Respiratory  Distress 
Syndrome  (RDS)  and  Sudden  Infant  Death  Syndrome  (SIDS)  have  brought  the  overall  infant 
mortality  rate  in  the  U.S.  to  an  all  time  low  of  7.9  per  thousand  live  births.  NICHD  should  also 
be  commended  for  its  Minority  Youth  Research.  Minority  youth  often  face.unique  risks  and 
NICHD,  in  collaboration  with  the  NIH  Office  of  Research  on  Minority  Health,  is  committed  to 
finding  behavioral  interventions  that  will  decrease  the  generally  higher  levels  of  violence, 
disease  and  early  sexual  activity. 

As  a  member  of  the  Friends  of  NICHD  Coalition,  COSSA  supports  the  Friends' 
recommendation  that  NICHD  receive  $634  million  in  funding  for  FY  1997. 

National  Institute  of  Nursing  Research 

COSSA  is  very  pleased  to  serve  as  an  advocate  for  the  National  Institutes  of  Nursing 
Research  (  NINR).  Although  one  of  the  youngest  and  smallest  of  the  NIH  institutes,  it  directs 
a  major  portion  of  its  funding  to  research  and  research  training  in  areas  of  health  promotion 
and  behavior  related  to  disease.  Like  NIA  and  NICHD,  NINR  recognizes  the  importance  of  the 
relationrship  of  social  and  behavioral  and  biological  phenomena. 

While  the  other  institutes  carry  on  the  vital  research  necessary  to  eliminate  maladies, 
NINR  helps  to  find  ways  for  patients  to  live  more  comfortably  in  the  meantime.  NINR  is 
addressing  some  of  our  most  pressing  health  problems  including:  controlling  pain, 
understanding  the  interactions  among  physical  environments,  individual  lifestyles,  and  genetic 
makeup;  how  care  givers  and  patients  make  health  related  decisions  and;  postponing  the 
physical  and  psychological  degeneration  associated  with  Alzheimer's  and  other  chronic 
diseases.  The  NINR's  programs  are  broad  in  scope  and  include  all  age  groups,  multiple 
disease  categories  and  participants  from  a  large  spectrum  of  the  population.  The  Institute  is 
a  vital  part  of  the  biomedical  and  behavior  research  at  NIH. 

National  Institute  of  Mental  Health 

The  National  Institute  of  Mental  Health  (NIMH)  is  celebrating  its  50th  year.  Over  the 
past  five  decades  the  institute  has  made  tremendous  progress  in  understanding,  treating,  and 
preventing  mental  disorders,    as  well  as  overcoming  the  stigma  of  mental  illness.    NIMH's 


muKidisciplinary  research  programs  lead  the  Federal  efforts  to  identify  the  causes  of  and  the 
most  effective  treatment  for  mental  illnesses,  which  afflict  more  than  one  In  five  Americans. 

Studying  mental  disorders  in  children  and  adolescents  is  a  top  research  priority  for  the 
NIMH.  The  research  conducted  by  the  institute  includes  developing  new  approaches  to 
diagnosis,  treatment  and  prevention  through  its  research  efforts  including  research  on  manic- 
depressive  illness,  autism  and  obsessive  compulsive  disorder.  The  NIMH  is  also  focusing 
research  efforts  on  racially  and  ethnically  defined  populations  to  understand  the  cultural 
differences  in  the  expression  of  symptoms,  resulting  in  misdiagnoses  and  inappropriate 
treatment. 

NIMH  also  supports  behavioral  science  investigators  at  the  beginning  stages  of  their 
career  through  its  B-START  (Behavioral  Science  Track  Award  for  Rapid  Transition)  program. 
Research  areas  supported  by  the  program  include:  behavioral,  social,  and  environmental 
factors  in  mental  illness;  biology;  neuroscience;  and  diagnosis,  treatment,  prevention,  and 
control  of  mental  illness. 

National  Institute  of  Alcohol  Abuse  and  Alcoholism 

The  abuse  and  misuse  of  alcohol  is  responsible  for  more  economic  and  social  damage 
than  almost  any  other  health  problem.  The  National  Institute  of  Alcohol  Abuse  and  Alcoholism 
(NIAAA)  reports  that  approximately  15  million  Americans  meet  the  diagnostic  criteria  for 
alcohol  abuse  or  alcoholism  at  a  cost  of  $98.6  billion  (for  the  last  year  for  which  estimates  are 
available).  The  Institute  is  the  primary  Federal  agency  for  biomedical  and  behavioral  research 
for  improving  the  prevention  and  treatment  of  alcoholism. 

NIAAA  maintains  an  active  prevention  portfolio  and  has  a  history  of  effectively 
contributing  to  the  formulation  of  public  policy.  Its  Project  MATCH  program  is  the  largest 
randomized  clinical  trial  ever  undertaken  in  alcoholism  treatment.  The  trial  is  looking  at  three 
documented  treatment  approaches:  Twelve  Step  Facilitation,  Cognitive  Behavioral  Coping 
Skills  Therapy,  and  Motivational  Enhancement.  Project  MATCH  allows  for  the  simultaneous 
testing  of  various  treatment  strategies,  exploration  of  interactions  between  strategies  and 
standardization  of  techniques  among  the  participating  centers. 

Additionally,  the  Institute  has  made  significant  progress  in  the  area  of  fetal  alcohol 
syndrome  and  fetal  alcohol  effects.  It  is  imperative  that  NIAAA  researchers  continue  to  develop 
prevention  and  intervention  efforts  to  ensure  that  all  women  are  aware  of  the  detrimental  side 
effects  to  a  fetus  caused  by  alcohol,  and  that  they  have  effective  programs  to  help  them  change 
their  behavior. 

National  Institute  on  Drug  Abuse 

It  is  well  known  that  use  of  drugs  is  detrimental  to  health,  family  life,  the  economy  and 
public  safety.  The  National  Institute  on  Drug  Abuse  (NIDA),  the  lead  Federal  agency  for 
supporting  research  on  drug  abuse,  dependence,  and  addiction,  supports  a  comprehensive 
research  portfolio  of  behavioral  and  psychosocial  research  to  improve  the  prevention  and 
treatment  of  drug  abuse,  dependence  and  addiction. 

NIDA-supported  research  has  clearly  demonstrated  that  "drug  abuse  is  a  preventable 
tiehavior  and  that  addiction  is  a  treatable  disease  --  a  disease  of  the  brain  that  is  expressed  in 
behavioral  ways  and  in  a  social  context."  Unfortunately,  the  misperception  persists  that 
addiction  is  purely  a  social  problem,  to  be  dealt  with  only  through  social  programs  or  through 
the  criminal  justice  system.  NIDA's  goal  is  to  replace  ideology  with  the  findings  of  scientific 
research.  Appropriately,  NIDA  has  expanded  its  efforts  to  educate  the  public  and  policy 
makers  about  what  science  tells  us  about  the  true  nature  of  drug  addiction. 

Conservative  estimates  show  that  for  every  $1  invested  in  addiction  treatment 
programs,  there  is  a  return  of  $4  to  $7  in  reduced  drug-related  crime,  criminal  justice  costs, 
and  theft  alone.  Additionally,  a  NIDA-supported  longitudinal  study  shows  that  "drug  abuse 
prevention  programs  when  conducted  with  7th  grade  students  and  reinforced  with  "booster" 
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sessions,  can  produce  lower  levels  of  tobacco,  alcohol,  and  marijuana  use  by  teenagers  over 
a  sustained  period  of  time."  Other  NIDA-funded  studies  demonstrate  that  is  possible  to 
reduce  risk  behaviors  associated  with  the  spread  of  HIV  even  among  active  drug  users.  The 
above  examples  demonstrate  that  the  savings  to  society  of  NIDA-supported  research  are 
substantial. 

The  Office  of  AIDS  Research 

In  the  15  years  since  first  being  Identified,  AIDS  has  become  the  number  one  killer  of 
young  Americans.  COSSA  supports  a  consolidated  appropriation  for  the  Office  of  AIDS 
Research  (OAR)  to  coordinate  behavioral  and  biomedical  HIV/AIDS  research  at  the  NIH. 

The  OAR  is  essential  to  achieving  our  ultimate  goal  of  preventing  and  curing  AIDS.  As 
HIV  is  spread  primarily  through  risk  behavior,  a  better  understanding  of  human  behavior  and 
behavior  change  is  necessary.  Even  if  a  cure  for  HIV/AIDS  was  found  tomorrow,  changes  In 
behavior  would  be  necessary  for  eradication  of  the  disease.  The  OAR,  created  to  plan, 
coordinate  and  evaluate  the  NIH  AIDS  efforts  is  essential  to  minimizing  Inefficiency  and 
duplication.  COSSA  commends  the  OAR  for  the  completion  of  its  comprehensive  evaluation 
of  the  NIH  AIDS  research  portfolio.  Now  that  the  evaluation  is  completed,  a  consolidated 
appropriations  will  provide  the  needed  flexibility  to  implement  the  recommendations. 

Centers  for  Disease  Control  and  Prevention 

The  Centers  for  Disease  Control  and  Prevention  (CDC)  is  the  lead  federal  agency  for 
the  promotion  of  good  health,  a  mission  it  accomplishes  through  the  prevention  of  diseases 
and  injuries.  COSSA  urge  you  to  be  as  generous  as  you  can  in  the  FY  1997  appropriation  for 
this  important  agency. 

The  CDC's  National  Health  and  Examination  Survey  (NHANES)  is  an  important  part  of 
our  national  surveillance  capability  for  behavioral  and  environmental  risk  factors  to  health, 
infectious  diseases,  nutritional  status  and  other  critical  health  measures.  It  is  .the  only  national 
source  of  objectively  measured  health  status  data.  This  data  is  not  available  in  any  other 
private  or  public  capacity. 

Additionally,  injury,  both  intentional  and  unintentional,  has  become  a  major  public 
health  problem.  It  is  the  leading  cause  of  death  among  persons  1  -44  years  old  in  the  U.S.  and 
the  fourth  leading  cause  in  the  total  population,  according  to  the  CDC.  Most  injuries  are 
attributable  to  preventable  behavioral  and  environmental  factors.  Recipients  of  grants  from 
the  CDC  in  this  area  have  made  significant  progress  in  translating  their  research  findings  into 
community-based  interventions  such  as  seat  belts,  the  introduction  of  child  safety  seats, 
bicycle  and  motorcycle  helmets,  and  a  concerted  attack  on  drunk  driving. 

Combating  the  spread  of  sexually  transmitted  diseases  (STDs)  Is  one  of  the  most 
critical  health  challenges  facing  the  U.S.  High  rates  of  STDs  in  adolescents  and  young  adults 
have  severe  consequences  for  women  and  infants,  and  plays  a  deadly  role  in  the  spread  of 
AIDS.  The  CDC  plays  a  critical  role  in  changing  HIV-related  risk  behaviors  through  carefully 
designed  and  systematically  applied  prevention  programs. 

Again,  Mr.  Chairman  and  meml)ers  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  present  COSSA's  views  on  the  invaluable  and  behavioral  research  being  conducted  at  the 
National  Institutes  of  Health  and  the  Centers  for  Disease  Control  and  Prevention.  Your 
continued  support  for  these  programs  is  vital  to  the  U.S.  and  maintaining  America's  status  as 
the  world's  premier  biomedical  and  behavioral  research  leader. 
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STATEMENT  OF  JOHN  D.  KEMP,  PRESIDENT  AND  CEO,  THE 
VERY  SPECIAL  ARTS 

I  am  pleased  to  have  this  opportunity  to  emphasize  the  vital  role  of  the  arts  in 
education,  and  to  highlight  the  work  Very  Special  Arts  has  accomplished  with  an 
annual  appropriation  of  $5  million  that  it  receives  from  the  Congress  on  behalf  of 
people  with  disabilities.  Very  Special  Arts  has  enjoyed  many  years  of  strong 
bipartisan  support  from  the  Congress,  and  in  the  face  of  many  efforts  to  cut 
spending  in  the  past.  Very  Special  Arts  has  been  repeatedly  recognized  as  the  most 
cost  effective  way  to  deliver  important  and  necessary  services  for  people  with 
disabilities  to  community  sites  throughout  the  country. 

Since  1974,  Very  Special  Arts  has  been  the  pioneer  in  the  creation  of  opportunities 
for  persons  with  disabilities  to  develop  their  potential  through  the  arts.  Across  the 
nation  in  all  50  states  and  in  15,000  communities,  over  2  million  persons  participate 
in  Very  Special  Arts  activities  annually.  Eighty-five  nations  now  have  affiliated  Very 
Special  Arts  Organizations.  These  activities  are  geared  toward  every  age  group  and 
are  developed  to  serve  all  disability  groups.  They  are  implemented  through  a 
network  of  local,  state  and  national  organizations,  including  educational  and  cultural 
institutions,  arts  agencies,  associations  for  people  with  disabilities  and  health  and 
rehabilitation  organizations.  Activities  are  structured  to  help  pave  the  way  for 
individuals  with  disabilities  to  enter  the  mainstream  of  society  and  to  participate 
fully  in  arts  and  education. 

Participation  in  the  arts  serves  as  an  effective  tool  for  developing  self-expression, 
achieving  self-actualization,  improving  communication  and  attaining  meaningful 
participation  in  school  and  community  activities. 

Very  Special  Arts  implements  national  programming;  provides  financial  support  and 
technical  assistance  to  its  state  network;  disseminates  information  on  the  arts  and 
disability;  designs  new  programs  in  collaboration  with  other  organizations;  conducts 
national  training  conferences  for  its  affiliates  at  home  and  abroad;  and  undertakes 
celebratory  special  events  that  demonstrate  the  power  of  the  arts  in  all  of  our  lives. 

Start  With  the  Arts  is  a  program  designed  to  provide  early  childhood  educators  and 
parents  with  activities  that  use  the  arts  to  actively  engage  young  children  in  the 
processes  of  learning  and  creating.  The  program  promotes  creative  thought  and 
expression  using  the  arts,  develops  children's  literacy  and  communication  skills,  and 
enhances  their  self-concepts  while  fostering  a  positive  attitude  toward  learning  and 
school. 

Start  with  the  Arts  was  designed  to  complement  the  curricula  currently  taught  in 
early  childhood  programs  throughout  the  country  and  may  be  used  to  support 
inclusion  of  children  with  special  needs  into  classroom  settings.  The  instructional 
materials  are  thematically-based,  and  have  been  developed  to  promote  the  use  of 
developmental ly  appropriate  arts  activities  for  all  children,  including  those  with 
disabilities. 

Very  Special  Arts  Festivals  are  community -based  celebrations  of  artistic  and  cultural 
achievements  of  individuals  with  disabilities.  Festivals  feature  performances,  art 
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exhibitions,  demonstrations,  and  educational  workshops  for  children,  youth,  and 
adults  with  disabilities.  The  festivals  are  organized  on  the  state  and  local  levels  in 
collaboration  with  schools,  hospitals,  recreation  facilities,  and  other  community 
organizations. 

The  Very  Special  Arts  Gallery  is  a  significant  national  initiative  of  Very  Special  Arts 
and  is  a  powerful  tool  for  realization  of  the  Very  Special  Arts  mission.  The  Very 
Special  Arts  Gallery  represents  emerging  and  professional  artists  with  disabilities 
from  across  the  United  States.  Through  a  growing  National  Artists  Registry  of 
images  and  information  on  more  than  800  artists,  the  Very  Special  Arts  Gallery 
provides  direct  service  and  access  to  some  of  the  best  art  and  artists  in  the  disability 
world. 

The  Very  Special  Arts  Gallery  provides  professional  development  assistance  for 
artists  with  disabilities  including  the  preparation  of  resume,  biography  and  the 
compilation  of  a  slide  presentation.  National  Artists  Registry  participants  are 
introduced  to  many  opportunities  for  exposure,  such  as  having  their  artwork 
reproduced  in  special  education  textbook  publications  or  institutional  newsletters. 
The  Gallery  also  provides  venues  assistance  with  the  exhibition  and  sale  of  their 
works.  Works  shown  at  the  Very  Special  Arts  Gallery  are  consigned  and  any  sales 
proceeds  are  shared  with  the  artist. 

A  Special  project  related  to  the  Very  Special  Arts  Gallery  is  An  American  Collection 
which  continues  to  serve  as  an  educational  and  inspirational  showcase  of  artists  with 
disabilities  and  their  contribution  to  the  art  world.  This  juried  exhibition,  which 
features  the  artwork  of  30  American  artists  with  disabilities,  has  traveled  abroad  to 
Tokyo,  Japan  and  across  the  United  States  to  California,  Connecticut, 
Massachusetts,  Kentucky,  Ohio  and  Florida,  among  other  sites.  Very  Special  Arts 
state  organizations  at  each  site  participated  in  programming  and  other  outreach 
activities  promoting  Very  Special  Arts  and  the  exhibit. 

Examples  of  major  gallery  program  activities  for  the  coming  year  include: 

•  Yamagata  International  Visual  Arts  Program  Art  Show  -  Art  from  across  the 
world  -  a  featured  Program  of  Very  Special  Arts. 

•  Very  Special  Arts  All  State  Exhibition  -  This  exhibition  marks  the  sixth  annual 
Very  Special  Arts  Gallery  exhibition  of  artists  with  disabilities  from  each  of  the 
50  states  and  Uie  District  of  Columbia.    The  exhibition  is  both  a  celebration  of 
the  artistic  diversity  and  a  chance  to  discover  emerging,  professional  talent  from 
across  the  country. 

•  Fifth  Annual  Veteran's  Show  -  This  year  the  gallery  will  feature  the  fifth  annual 
VAA^ery  Special  Arts  Exhibition  in  the  Very  Special  Arts  Gallery.  Featured  in 
the  exhibition  are  works  of  art  by  veterans  with  disabilities. 

Since  1984  young  people  between  the  ages  of  12  and  18  have  participated  in  the 
Young  Playwrights  Program.  This  program  was  designed  to  develop  the  literacy 
skills  of  junior  and  senior  high  school  students.  The  Young  Playwrights  Program 
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encourages  students  to  think  about  disabilities  in  contemporary  society  and  express 
their  ideas  in  a  script  for  the  stage.  Since  each  play  must  address  or  incorporate  an 
aspect  of  disability  in  it  theme,  students  are  challenged  to  examine  how  perceived 
differences  can  affect  their  lives,  their  relationships  with  their  peers  and  the  world 
around  them. 

Scripts  are  reviewed  by  drama  professionals  and  award  recipients  are  then  chosen  by 
a  prestigious  selection  committee,  including:  Jack  Hofsiss,  Elizabeth  Ireland  McCann 
Peter  Stone,  Wendy  Wasserstein,  and  Fred  Zollo.  The  playwright(s)  whose  work  is 
selected  travels  to  Washington,  D.C.  to  see  their  work  performed  at  The  John  F. 
Kennedy  Center  for  the  Performing  Arts. 

The  Young  Soloists  Award  is  given  annually  by  Very  Special  arts  to  outstanding 
student  musicians  with  a  disability  who  wish  to  pursue  their  musical  studies.  Any 
student  with  a  disability,  age  25  and  under,  is  eligible  to  participate  as  a  vocalist  or  an 
instrumentalist  in  the  program.  The  Matsushita  Consumer  Electronics  Company 
provides  scholarship  ftjnds  each  year  for  the  two  Panasonic  Young  Soloists  Award 
recipients,  and  the  Rosemary  Kennedy  Award  Program  provides  funds  for  the  two 
international  young  soloists. 

In  a  1990  cooperative  initiative  with  Georgetown  University  School  of  Medicine, 
Very  Special  Arts  developed  and  piloted  tested  "Arts  for  Children  in  Hospitals."  an 
eight  week  course  taught  by  medical  schools  designed  to  increase  medical  students' 
understanding  of  the  contribution  the  arts  can  make  to  children  in  hospitals   The 
Arts  for  Children  in  Hospitals  Program  enables  medical  students  to  experience  first- 
hand the  value  of  arts  for  hospitalized  children  and  familiarizes  them  with  the 
psycho-social  issues  of  care  for  children  in  hospitals.  It  also  promotes  creativity  and 
sensitivity  among  medical  students  and  enhances  their  medical  and  clinical 
knowledge. 

In  1996,  ten  medical  and  nursing  schools  offered  the  course,  including  Dartmouth 
Medical  School,  Harvard  Medical  School,  and  the  University  of  South  Florida 
College  of  Medicine.  States  that  are  implementing  the  Arts  for  Children  in  Medical 
Schools  Course  for  the  first  and  second  years  are  eligible  for  grant  assistance  from  the 
national  office.  After  the  second  year,  states  are  expected  to  fund  the  course  at  the 
state  level.  Very  Special  Arts  Ohio,  received  a  three-year  grant  from  the  Ohio  state 
Department  of  Education  to  expand  the  Arts  for  Children  in  Hospitals  course  to  five 
medical  schools  and  two  nursing  schools  throughout  the  state. 

Very  Special  Arts  began  the  New  Visions  Dance  Project  in  1982  under  the  direction 
of  Alvin  Alley,  founder  of  the  world-renowned  Alvin  Alley  Dance  Center.  The 
program  encourages  the  participation  of  people  with  disabilities  in  the  world  of  dance 
by  helping  dance  teachers  learn  adaptive  teaching  techniques  and  making  inclusive 
dance  instruction  more  widely  available. 

During  a  two-day  New  Visions  training  session,  dance  teachers  and  students  work 
with  an  experienced  workshop  leader.  Together,  they  explore  a  series  of  movement 
exercise,  learning  to  adapt  them  to  include  all  members  of  the  group.  Through  a 
combination  of  movement  and  discussion,  participants  are  given  the  tools  to  apply 
what  is  taught  to  their  future  dance  experiences  as  teachers  and  students. 
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Many  professional  dancers  and  movement  specialists  have  participated  in  New 
Visions  programs  and  training  activities  sponsored  by  Very  Special  Arts  state 
organizations.  Partnerships  to  implement  the  project  have  been  formed  with  parks 
and  recreation  programs,  dance  companies,  public  schools,  schools  for  the  visually 
impaired,  and  schools  for  the  deaf 

Each  year  Very  Special  Arts  implements  a  National  Visual  Arts  Initiative  designed  to 
showcase  works  of  art  from  each  state.  A  Call  for  Art  poster  is  issued  from  the 
national  office  to  Very  Special  Arts  state  organization.  In  1996,  the  national  office 
issued  a  "Call  for  Photos"  to  create  "The  Faces  of  very  Special  Arts"  exhibit.  This 
exhibit  illustrates  the  spirit,  diversity,  and  vitality  of  Very  Special  Arts  participants 
across  the  country.  The  exhibit  was  on  display  in  the  rotunda  of  the  Canon  House 
Office  Building,  April  1-5,  1996,  in  conjunction  with  the  Very  Special  Arts  national 
conference.  This  exhibit  will  tour  throughout  the  Very  Special  Arts  state 
organizations  during  FY  1997. 

The  1996  Yamagata  Institute  is  an  8-day  visual  arts  studio  program  which  is  held  in 
Washington,  DC.  at  the  Corcoran  Gallery  of  Art.  Up  to  eight  artists  from  he  U.S. 
and  other  countries  will  be  selected  as  Yamagata  Fellows.  During  the  Institute,  each 
Fellow  will  present  a  slide  lecture  on  their  work  to  the  other  Fellows,  share  adaptive 
arts  techniques,  and  learn  new  techniques  to  teach  the  visual  arts  to  people  with 
disabilities.  The  program  will  include  visits  to  cultural  institutions.  The  Fellows  will 
also  have  their  work  exhibited  at  the  Very  Special  Arts  Gallery  in  Washington,  DC 

The  Veterans  AffairsA^ery  Special  Arts  Program  was  developed  to  provide  veterans, 
who  receive  care  at  VA  medical  centers,  with  ongoing  arts  experiences  through  artist- 
in-residency  programs  and  community-based  activities.  The  program's  goals  are  to 
increase  opportunities  for  veterans  with  disabilities  to  participate  in  creative  arts 
experiences,  to  showcase  their  artistic  accomplishments,  to  heighten  the  public's 
understanding  of  veteran's  issues,  specifically  related  to  health,  rehabilitation  and  the 
role  of  the  arts  in  the  recovery  process,  and  to  enhance  the  art  community's 
capability  to  provide  services  to  veterans  in  medical  center  settings. 

In  1991,  Very  Special  Arts  began  a  collaborative  program  with  the  Bureau  of  Indian 
Affairs  (BIA),  Branch  of  Exceptional  Education  to  provide  Native  American  children 
with  disabilities  expanded  opportunities  in  the  arts  and  to  demonstrate  their  talents 
and  rich  cultural  heritage  in  the  mainstream  of  the  community.  As  part  of  that  effort, 
annual  National  Native  Amgrican  Ysry  Special  Arts  Festivals  have  been  held  each 
year. 

The  1996  National  Native  American  Very  Special  Arts  Festival  was  held  in 
Oklahoma  city,  Oklahoma  April  29-May  1.  Bureau  of  Indian  Affairs  Schools  from 
around  the  country  and  Oklahoma  public  schools  sent  delegations. 

In  1990,  Very  Special  Arts  and  ITT  Educational  Service  deve'oped  the  VSA/ITT 
Career  Development  Festival.  This  festival  was  established  to  introduce  transition- 
aged  students  to  arts  and  technical  related  career  choices.  This  Festival  encourages 
them  to  focus  on  developing  and  strengthening  employment  skills  through  the  arts. 
This  program  also  provides  scholarship  opportunities  for  students  with  disabilities. 
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Very  Special  Arts  conferences  are  held  annually  and  focus  on  concerns  relevant  to  the 
state  and  international  affiliate  network,  and  related  organizations  in  the  fields  of 
disability,  the  arts,  and  education    Conferences  feature  presentations  by  successful 
arts  and  disability  organizations,  provide  forums  for  sharing  program  initiatives, 
support  important  networking  opportunities,  and  serve  to  promote  the  mission  of 
Very  Special  Arts  through  a  variety  of  collateral  activities. 

1996  marks  the  sixth  anniversary  of  the  July  26,  1990  signing  of  the  landmark 
Americans  with  Disabilities  Act.  In  1994,  Very  Special  Arts  mounted  a  nationwide 
disability  awareness  campaign  to  commemorate  the  fourth  anniversary.  A  call  for 
student  artwork  resulted  in  an  exhibition  which  was  mounted  in  the  Russell  Senate 
Office  Building  Rotunda.  The  concept  for  the  1996  event  is  a  call  for  art  and  a 
subsequent  photo  exhibition  commemorating  the  Anniversary  of  the  Americans  with 
Disabilities  Act.  The  photo  exhibit  will  be  displayed  in  the  Very  Special  Arts 
Gallery  in  Washington,  D.C.  and  at  other  venues. 

The  International  Learning  and  Technology  Center,  a  project  of  Very  Special  Arts 
Louisiana  was  established  in  1995  to  examine  ways  of  increasing  the  use  of 
technology  in  developing,  enhancing,  and  delivering  arts-related  learning  experiences 
to  persons  with  disabilities.  The  goals  of  the  Center  include  promoting  assistive  and 
adaptive  technology  as  a  means  of  connecting  students  with  disabilities  to  arts  and 
education  learning  opportunities,  and  to  support  the  Very  Special  Arts  network  of 
state  organizations  in  their  quest  to  utilize  technology  as  a  tool  to  provide  arts 
experiences  for  people  with  disabilities. 

With  support  from  the  Department  of  Education,  Very  Special  Arts  can  assist  the 
development  of  technological  links  between  and  among  state  Very  Special  Arts 
affiliates,  and  between  the  affiliates  and  the  Center  in  Baton  Rouge,  Louisiana.  With 
this  network  of  satellite  sites  in  place,  communication  and  information  sharing  will  be 
greatly  enhanced  which  will  contribute  to  fulfillment  of  the  Center's  mission. 

Majority  Leader  Bob  Dole,  in  a  floor  statement  last  fall  commemorating  the 
twentieth  anniversary  of  Very  Special  Arts  said,  "Mr.  President,  no  doubt  about  it, 
for  20  years  Very  Special  Arts  has  been  a  leader.  I  congratulate  them  for  service  and 
commend  them  for  their  continuing  commitment  to  excellence  and  their  dedication  to 
providing  opportunities  for  people  with  disabilities  to  enjoy  meaningful  experiences 
through  the  arts."  Very  Special  Arts  is  dedicated  to  enhancing  the  lives  of  people 
with  disabilities  by  providing  access  to  the  arts.  The  annual  appropriation  of  $5 
million  that  Very  Special  Arts  receives,  while  generous,  is  a  relatively  small 
investment  when  measured  against  the  yield  that  our  programs  have  produced.  We 
thank  you  for  this  critical  support. 


STATEMENT  OF  THE  PUBLIC  BROADCASTING  SERVICE 
Telecommunications  Demonstration  Project  for  Mathematics 

Role  of  Seed  Money— Public  and  Private— For  PBS  MATHLINE 

PBS  MATHLINE  has  been  able  to  leverage  a  unique  combination  of  public 
and  private  funds  to  launch  a  massive  effort  to  help  teachers  improve 
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learning  in  the  nation's  classroom.  Unlike  earlier  attempts  at  teacher 
professional  development,  PBS  MATHLINE  utilizes  multiple  technologies  to 
allow  the  scaling  up  of  the  service  to  reach  large  numbers  of  teachers 
nationwide.  This  ensures  its  cost-effectiveness  and  long-term  financial 
viability. 

From  its  very  inception,  PBS  MATHLINE  was  designed  to  become  self- 
sustaining  over  time.  Achieving  this  goal  is  completely  dependent  upon 
having  access  to  up-front  capital  in  the  initial  years.  Seed  money  allows  the 
creation  of  high-quality  content  — taped  and  live  video  and  on-line  resources. 
This  is  the  heart  of  what  attracts  large  numbers  of  teachers  and 
administrators  to  subscribe  to  the  service  in  the  first  place  (and  what 
generates  the  dollars  needed  to  sustain  the  service  over  time).  Seed  money 
also  supports  technical  assistance  for  teachers,  which  OTA  and  other  studies 
have  identified  as  crucial  to  the  success  of  educational  technology  in  the 
classroom. 

Private  Funds  Launched  Middle  School  Project 

PBS  was  successful  at  raising  seed  money  from  a  number  of  private  sources 
for  PBS  MATHLINE.  These  funds  helped  lay  the  foundation  for  all  future 
MATHLINE  activities.  However,  most  of  these  funds  were  focused  on  the 
launch  of  the  Middle  School  Math  Project  (MSMP).  PBS  MATHLINE  began 
at  this  grade  level  because  research  indicated  that  middle  school  represented 
a  turning  point  for  subsequent  student  math  achievement.  MSMP  is  now 
recognized  an  innovative  new  approach  to  teacher  professional  development 
that  is  a  proven  success  with  teachers  because: 

•  Rather  than  a  brief  one-shot  presentation,  MSMP  is  a  year-long  program 
that  sustains  teachers  in  their  pursuit  of  improved  teaching  and  learning. 

•  Rather  than  a  fixed-time  and  fixed-location  program,  MSMP  is  available 
anytime,  anywhere  (via  telecommunications  and  on-line)  that  a  teacher 
chooses. 

•  Rather  than  a  top-down  decision  on  the  content  of  the  in-service 
program,  MSMP  is  designed  by  teachers  for  teachers,  with  the  advice  of 
experts  and  the  flexibility  for  the  local  on-line  learning  communities  to 
adapt  the  content  to  meet  local  needs. 

The  roll  out  of  MSMP  has  been  highly  suctessful,  according  to  several 
credible  sources:  an  external  evaluation;  feedback  from  participating 
teachers;  and  the  growth  in  enrollment  from  500  teachers  in  the  first  year  to 
2,000  this  year.  As  a  result  of  this  success,  MSMP  has  a  good  chance  to 
become  self-sustaining  through  teacher  fees  by  FY  97. 

The  private  funds  that  launched  MSMP  are  now  nearing  the  end  of  their 
grant  cycles.  Here  is  a  breakdown  of  private  funds  and  their  budget  periods: 
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Funder 

AT&T  Foundation 
Carnegie  Corp. 
CPB 


Amount 

$1,200,000 
400,000 
356,420 


Award  Date 

March,  1993 

June,  1993 

November,  1994 


Completion  Date 

June  30, 1996 
June  30, 1996 
June  30, 1996 


In  addition,  PBS  and  the  local  stations  have  made  substantial  cash  and  in- 
kind  contributions  to  get  MATHLINE  and  the  MSMP  up  and  running. 

Other  Private  Funding 

Funds  were  also  secured  from  the  CTIA  Foundation  for  Wireless 
Telecommunications.  This  grant  is  supporting  a  demonstration  in  the  use  of 
wireless  technology  to  connect  teachers  and  schools  to  on-line  resources.  It 
also  is  supporting  the  initial  development  of  an  on-line  resource  center  for 
teachers.  The  grant  (revised  to  $1.5  million)  was  awarded  on  March  30, 1994 
and  will  conclude  June  30, 1996. 

Federal  Funds  Needed  to  Extend  MATHLINE  TO  Elementary  and  High  School 
Teachers 


The  Department  of  Education's  FY  95  grant  for  MATHLINE  and,  it  is  hoped, 
an  FY  96  grant,  are  being  used  to  launch  a  service  to  reach  the  elementary 
school  teachers,  almost  all  of  whom  teach  mathematics.  FY  95  funds  are 
producing  content,  and  FY  96  funds  are  needed  to  integrate  content  into  a 
coherent  service  and  deliver  it  nationally.  On-line  facilitators  are  being 
recruited  and  trained  with  FY  95  funds,  and  FY  96  funds  are  needed  to  put 
them  to  work  helping  teachers.  PBS  is  applying  to  the  Department  of 
Education  for  FY  96  funds. 

For  FY  97,  continued  federal  funding  is  needed  to  expand  MATHLINE  to 
high  school  teachers.  If  funds  are  made  available,  they  will  be  used  for  the 
same  types  of  activities  that  are  making  the  middle  school  and  elementary 
school  projects  successful.  MATHLINE  is  on  track  to  become  self-sustaining 
for  all  grade  levels.  This  will  only  occur,  however,  if  federal  seed  money 
continues  long  enough  for  the  program  to  reach  a  "critical  mass"  of 
participation. 

PBS  is  requesting  $3  million  for  the  Telecommunication  Demonstration 
Project  for  Mathematics  in  the  FY  1997  appropriations  measure  for  the 
Department  of  Education. 

Ready  to  Learn  Television  Programs 

Vital  for  Funding  PBS's  Ready  to  Learn  Service 


Almost  two  years  after  the  initial  launch,  PTV,  The  Ready  to  Learn  Sennce  on 
PBS  remains  the  only  service  of  its  kind  available  to  American  families.  PTV 
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hns  j',n)wn  fnun  1 1  public  Icli'vision  sLiUdms  to  44,  as  of  the  second 
developmental  phase  of  the  project,  with  an  additional  eight  stations  already 
committed  to  launching  in  Fall  1996  (as  of  March,  1996). 

At  its  initial  launch,  PTV  reached  less  than  20  percent  of  the  living  rooms  in 
America.  The  52  public  television  stations  already  committed  to  providing 
the  service  in  1996  reach  58  percent,  or  55  million  American  families  and  22 
million  children  ages  2-11. 

PTV,  The  Ready  to  Learn  Service  on  PBS  would  not  be  possible  without  the 
financial  support  of  the  federal  government,  through  the  U.S.  Department  of 
Education  and  the  Corporation  for  Public  Broadcasting  (CPB).  The  FY  95  $7 
million  Ready  to  Learn  Television  appropriation  approved  by  Congress, 
signed  by  the  president,  and  administered  by  the  Department  of  Education, 
has  funded  the  production  of  important  quality  children's  programming  and 
a  number  of  other  initiatives.  These  initiatives  at  PBS  include: 

•  The  updating,  reproduction,  and  distribution  of  outreach  materials  to 
help  public  stations  conduct  outreach  workshops,  including  a  PTV 
Activity  Video. 

•  First  Book,  a  CPB  partnership  which,  through  PTV  stations,  has 
distributed  more  than  500,000  free  books  to  underprivileged  children. 

•  A  January  1996  CPB  Education  Seminar  for  outreach  coordinators. 

•  The  PTV  Families  newsletter,  published  by  CPB. 

•  Outreach  promotion  grants  for  PTV  stations. 

•  PTV  station  Excellence  Awards  to  allow  the  development  of  outreach 
projects  whose  successes  can  be  replicated  elsewhere. 

PBS  is  committed  to  providing  educational  services  to  the  children  and 
adults  of  America.  The  enhanced  services  PBS  build  on  the  best  children's 
television  available  anywhere  and  put  teaching  tools  directly  into  the  hands 
of  parents,  child  care  providers,  and  other  caregivers.  The  PTV  workshops 
provided  by  stations  teach  techniques  that  help  parents  and  other  grown-ups 
prepare  children  for  school  and  life. 

With  the  support  of  the  federal  government,  the  Department  of  Education, 
CPB,  and  private  funders  such  as  EON  Corporation  and  Apple  Computer, 
Inc.,  PTV,  The  Ready  to  Learn  Sen'ice  on  PBS  has  become  an  integral  part  of 
America.  It  is  helping  to  fulfill  the  goal  of  having  our  children  "ready  to 
learn"  when  they  enter  school. 

Highlights  of  the  First  Year 

Between  July  1994  and  Julv  1995,  the  eleven  participating  Model  Site  stations 
distributed  a  total  of  412,  700  PTV  Families  newsletters,  the  bimonthly  service 
publication  that  feature  fun  and  education  activities  and  information  for 
children,  parents,  child  care  providers,  and  other  caregivers.  One  station, 
KTCA/St.  Paul,  customized  the  newsletter  to  create  it  own  and  distributed  a 
total  of  210,000  copies  by  inserting  it  in  a  local  parenting  publication. 
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Model  Site  stations  conducted  a  total  of  almost  400  educational  outreach 
workshops  to  teach  parents,  child  care  providers,  and  others  how  to  use 
television  as  an  effective  tool  to  help  children  become  ready  to  learn.  These 
workshops  reached  almost  4,000  parents,  more  than  5,500  child  care 
providers,  and  indirectly  reached  more  than  30,000  children. 

Reaching  More  Children  and  Families  in  FY  97 

With  continued  funding  from  the  federal  government  and  other  sources,  PBS 
would  like  to  expand  its  Ready  to  Learn  Service  offerings.  This  broadcast- 
based  service  is  expected  to  be  available  free-of -charge  to  virtually  every 
family  in  America,  regardless  of  income,  in  late  1996.  Stations  have  learned 
that  parents,  child  care  providers,  and  other  caregivers  are  hungry  for 
educational  materials  that  will  help  them  teach  children,  not  only  the  basics, 
but  also  how  to  use  TV  responsibly. 

The  following  are  areas  of  The  Ready  to  Learn  Sennce  that  desperately  need  to 
be  developed  or  expanded: 

•  Children's  Programming  —  For  almost  30  years,  PBS  has  provided 
outstanding  educational  children's  programming.  Congress  has  passed 
legislation  that  will  eventually  help  parents  screen  out  violent  programming. 
It  is  at  least  as  important,  however,  that  positive  children's  programming  be 
available  as  an  alternative.  With  funds  for  Ready  to  Learn  Television,  CPB, 
PBS,  stations,  and  other  producers  will  be  able  to  continue  and  expand  their 
offerings  of  quality  children's  programming  to  the  nation. 

•  "Children  &  TV"  Parenting  Videos  —  Parents  and  child  care 
providers  often  request  videos  that  model  the  techniques  taught  in  the  PTV 
educational  outreach  workshops.  When  funding  is  available,  PBS  will 
develop  a  series  of  modular  videos  that  teach  caring  adults  how  to  use  the 
award-winning  children's  television  programming  available  on  PBS.  This 
series  could  be  distributed  in  partnership  with  the  Department  of  Education, 
to  private  organizations  with  which  DoEd  partners  and  other  agencies  and 
institutions.  PBS  would  also  like  to  develop  a  distribution  partner  such  as  a 
national  video  store  chain  that  could  make  the  series  available  iorfree  rental 
to  families. 

•  PTV  Families  —  Currently,  funding  for  the  national  newsletter,  which 
features  fun  and  educational  activities  for  children,  parents,  and  other 
caregivers,  expires  at  the  end  of  1996.  Funding  is  needed  to  continue  this 
enormously  popular  and  useful  publication. 

•  RTL  Online  —  Currently,  Ready  to  Learn  information  and  a  limited 
number  of  educational  activities  for  children  and  parents  are  available  on- 
line through  PBS's  World  Wide  Web  site.  Teachers  often  ask  us  to  expand 
our  on-line  offerings.  Currently  we  are  completing  a  database  that  includes 
the  educational  content  themes  of  every  episode  of  every  series  in  the  PBS 
children's  line-up.  The  database  also  includes  information  teachers  need. 
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such  as  recording  rights.  Our  chnllcngo  is  to  maintain  the  database  and 
make  it  available,  via  on-line,  to  stations,  libraries,  child  care  centers,  parents, 
and  teachers.  Other  funding  currently  is  unavailable. 

•  Parental  Involvement  —  The  key  to  Ready  to  Learn's  success  is 
parental  involvement  and  the  involvement  of  caring  adults  such  as  child  care 
providers  and  others  who  wish  to  use  children's  television  viewing  time,  and 
children's  interest  in  television  and  video,  to  help  them  learn  effectively. 
There  are  several  content  specific  areas  that  parents  ask  Ready  to  Learn  to 
develop  — they  request  more  materials  in  areas  such  as  conflict  resolution, 
media  literacy,  health  and  fitness.  Funding  and  partnership  involvement 
would  allow  expansion  of  PBS  initiatives  in  these  areas. 

•  Station  Grants  —  PBS  stations  are  in  dire  need  of  funding  to  support 
their  Ready  to  Learn  initiatives.  Their  outreach  departments  are  notoriously 
underfunded  and  understaffed.  This  is  why  only  public  television  has  and 
can  make  a  commitment  to  the  Ready  to  Learn  initiative  —  it's  not  a  money- 
making  proposition! 

PBS  requests  $7  million  for  Ready  to  Learn  Television  in  the  FY  1997 
appropriations  measure  for  the  Department  of  Education. 


STATEMENT  OF  THE  NATIONAL  ASSOCIATION  OF 
REHABILITATION  RESEARCH  AND  TRAINING  CENTERS 

Background  of  the  Requests 

This  statement  is  presented  by  the  National  Association  of  Rehabilitation 
Research  and  Training  Centers  on  behalf  of  the  46  Rehabilitation  Research  and 
Training  Centers  (RTCs)-funded  by  the  National  Institute  on  Disability  and 
Rehabilitation  Research  (NIDRR).    These  research  centers  address  disability  and 
rehabilitation  issues  of  concern  and  instrumental  to  the  success  of  individuals  with 
disabilities  served  in  the  public  rehabilitation  system.  Each  Center  has  a  core  area  of 
research  defined  through  nationally  identified  priorities.  Nationally  identified 
priorities  focus  the  research,  training,  and  technical  assistance  conducted  through  the 
Centers  to  the  important  problems  limiting  full  economic  and  community  participation 
of  individuals  witn  disabilities. 

The  Rehabilitation  Research  and  Training  Center  Program  was  established  in 
the  mid  1960s.  The  Center's  Program  was  incorporated  into  the  Rehabilitation  Act  in 
1973  as  the  mainstay  of  a  recognized  need  for  scientifically  valid  programmatic 
research  to  support  and  guide  rehabilitation  practices  and  service  delivery.  The  1978 
amendments  to  the  Act  created  the  National  Institute  for  Disability  and  Rehabilitation 
Research  as  a  prestigious  agency  to  coordinate,  operationalize,  and  carry  out  research 
and  research  training  in  support  of  the  mandates  and  intents  of  the  Rehabilitation  Act. 
Subsequent  amendments  to  the  Act  have  broadened  the  scope  of  services  in 
rehabilitation  to  insure  independent  living  skills  for  persons  with  disabilities,  other 
employment  options  for  whom  immediate  employment  in  full-time  competitive 
employment  may  not  be  possible,  for  supported  employment,  to  address  cultural 
diversity  needs,  for  outreach  to  undeserved  populations,  for  applications  of  assistive 
technology,  for  supporting  implementation  of  related  laws  ana  regulations  (i.e., 
Americans  With  Disabilities  Act),  and  for  giving  priority  to  serving  rehabilitation 
needs  of  persons  with  the  most  severe  disabilities. 
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The  research  missions  of  the  Centers  have  correspondingly  broadened  to 
include  community  integration,  independent  living,  youth  and  families  in  transition, 
and  supported  employment,  as  well  as  medical,  vocational,  and  disability  specific  core 
problem  areas.  Centers  now  exist  which  deal  with  most  developmental,  traumatic, 
and  acute  disabilities  and  most  rehabilitation  service  delivery  practices.  Centers  exist 
to  help  improve  the  Quality  and  efTectiveness  of  training  and  employment,  placement, 
medical,  psychosocial,  transitional,  independent  living  services,  and  other  services  and 
practices  provided  through  the  federal-state-community  delivery  systems    Centers 
exist  to  contribute  to  the  improvement  of  employment  outcomes  for  people  with 
disability  needs  and  outcomes  of  the  specific  services  and  practices  provided  to  such 
an  end 

The  Centers  are  required  to  conduct  programmatic  research  that  will  improve 
understanding  of  disabilities  and  value  of  services  to  persons  with  disabilities  Each 
Center  must  also  provide  training  to  professionals  with  the  most  current  information 
from  research  regarding  service  delivery.  Further,  the  1992  Amendments  require  for 
the  first  time  that  Centers  provide  technical  assistance  to  providers  and  consumers  to 
achieve  utilization  of  their  research. 

The  outcomes,  products,  and  services  of  these  Centers  (collectively  and 
singularly)  provide  answers,  alternatives,  and  solutions  to  conditions  and  problems 
that  interfere  with  the  full  participation  of  persons  of  all  ages  and  degrees  of  disability 
in  competitive  employment.   As  such,  these  Centers  conduct  scientific  research  in 
disability  and  rehaoilitation  on  topics  in  vocational  rehabilitation;  medical 
rehabilitation;  psychosocial  rehabilitation;  community  integration;  and  independent 
living  applicable  to  individuals  with  virtually  every  disability,  cultural  origin,  age,  or 
potential  to  participate  in  competitive  employment. 

We  utilize  the  methods  of  science  to  derive  valid  answers  and  knowledge.  We 
use  the  methods  of  training  and  technical  assistance  to  bring  solutions  and  innovations 
into  daily  practices  of  rehabilitation  services.  Our  efforts  contribute  directly  and 
indirectly  to  improving  the  quality  of  lives  of  people  with  disabilities  and  their 
participation  as  competitively,  productive  members  of  America's  quality  workforce 

RTC  Program  Intended  Potential 

Centers  have  capabilities  to  perform  many  important  functions  if  supported 
adequately; 

•  Comprehensive  Program  Scope.  Each  Center  is  required  to  conduct 
research,  training,  and  technical  assistance.  Each  program  works  toward 
solving  fundamental  and  contemporary  problems  of  vocational,  employment, 
community  independence,  psychological,  medical,  social,  and/or  a  public 
policy  nature. 

•  Relevance  of  Research  Programs.  The  disability  issues  addressed  study  are 
those  of  concern  to  individuals  with  disabilities  and  to  the  service  programs 
authorized  under  the  Rehabilitation  Act.  The  topics  and  studies  they  we 
conduct  are  ones  identified  by  people  who  use  rehabilitation  services  and  by 
the  rehabilitation  community. 

•  Connection  of  Research  to  Service  Delivery.  These  Centers  are  intertwined 
with  an  articulated  federal-state-community  rehabilitation  program  and 
consumer  organizations  representing  the  disability  community.  No  other 
research  program  has  such  kindred  relationships  to  consumers  of  public 
services  or  the  high  expectations  of  it  that  come  about  with  such  relationships. 

•  Considerable  Expectations  for  Center  Benefits.  Centers  are  programmatic 
with  responsibilities  for  solving  complex,  rehf.bilitation  related  problems. 
Each  Center  is  expected  to  broadly  affect  individuals  with  disabilities  and 
affect  how  people  with  disabilities  are  brought  into  employment.  Examples  of 
these  complex  expectations  include  the  following: 
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•  Increase  the  numbers  and  the  earnings  of  people  who  are  entering  or  re- 
entering employment  following  developmental  or  traumatic  disabilities; 

•  Develop  new  knowledge  regarding  underserved  populations  (eg,  needs  of 
victims  of  inner-city  violence,  of  persons  with  chronic  fatigue  syndrome,  of 
immigrants); 

•  Obtain  accurate  measures  of  the  value  and  impact  of  rehabilitation  programs 
on  improving  the  employment  of  people  with  disabilities; 

•  Provide  direction  for  state  rehabilitation  programs  in  altering  how  people 
with  disabilities  access  and  benefit  from  that  state  service  delivery  system, 
including  what  takes  place  at  the  community  level; 

•  Provide  the  data  which  communities  need  to  decide  among  options  for 
employment  that  are  most  feasible  for  their  citizens  with  disabilities  and  the 
needs  and  ecomonic  capacity  of  the  community; 

•  Create  new  information  on  disability  and  rehabilitation  immediately  and 
make  such  advances  accessible  to  individuals  and  rehabilitation  personnel 
across  the  country; 

•  Design  and  demonstrate  devices  and  processes  that  are  affordable  for  anyone 
with  a  disability,  whether  that  individual  (or  employer)  is  in  Spokane  or 
Tuscalosa  or  Wapaun  or  Little  Rock  or  DeKalb  or  Los  Angeles  or  New 
York,  and 

•  Identify  and  develop  the  knowledge  base  and  teaching  strategies  with  which 
to  train  professionals—who  may  work  in  hospitals,  in  rehabilitation  agencies, 
in  public  and  private  projects  in  our  communities  —  in  the  skills  and 
technologies  they  must  have  to  be  effective  aod  integrate  those  technologies 
into  medical  and  non-medical  curricula  of  colleges  and  universities  across  the 
county. 

•  Institutional  Base  to  Engage  in  Long-term  Research.  Centers  are  established  at 
universities  and  clinical  settings  (for  the  most  part)  where  the  quality  staff  and 
resources  can  be  collected  and  where  a  long-term  base  of  support  necessary  to 
conduct  multi-year  and  multi-cycle  research  will  be  achieved. 

RTC  Program  Demonstrated  Values 

The  following  examples  provide  evidence  of  sme  contributions  of  the  RTC  Program 
to  improve  rehabilitation  and  employment  and  suggest  the  enormous  value  to  be  derived 
from  a  greater  federal  investment  in  the  RTC's  and  the  NIDRR  efforts: 

•  Value  of  Research  to  Employment.  An  example  is  provided  in  the  case  of  work- 
site adaptations  that  one  or  our  Centers  shared  with  a  manufacturer  of  school  class 
rings    Because  of  that  application  of  research,  we  know  that  at  least  one  more 
person  in  now  working  and  earning  their  own  way.  We  knew  this  adaption  could  be 
made  because  of  instrumentation  oevised  from  Centers'  research  and  from 
experiences  Centers  have  had  in  working  directly  with  industries  and  trade 
organizations  in  work  analysis  and  improving  production  designs.  What  will  be 
unstated  is  for  how  many  other  workers  that  adaptation  was  used  with  and  to  what 
extent  other  employees  with  disabilities  subsequently  also  became  productive  due  to 
similar  research  applications    Adaptations  like  these,  brought  about  through  RTC 
research,  are  not  only  transforming  work  environments  to  enable  people  with 
disabilities  to  enter  competitive  jobs.  These  transformations  are  making  those  same 
jobs  safer  (preventing  future  disability)  and  more  efficient  (making  better  use  of 
human  skills),  with  expected  savings  in  both  reduced  disability  insurance  claims  and 
in  greater  productivity. 

•  Community-by-Community  Access  to  New  Research  Across  the  Country. 

Another  example***  from  research  to  improve  communication  skills  of  children 
who  have  deafness  and  other  disabilities  and  how  that  research  has  led  to  changes  in 
how  youth  are  served  through  rehabilitation  programs  and  how  they  succeeded  in 
post-secondary  training  and  become  productive  in  their  communities.  What  we 
know  about  our  research  impact  here  is  that  teachers  in  Mr  Porter's  district  in 
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Illinois  have  needed  knowledge  to  work  with  these  students  and  that  rehabilitation 
counselors  in  Congressman  Obey's  district  and  the  people  working  in  rehabilitation 
facilities  throughout  Congressman  Goodling's  state  can  apply  that  knowledge 
because  this  network  of  NIDRR-funded  Centers  has  been  around  for  over  3 
decades    These  youth  and  young  adults  are  ***  the  employees  in  some  innovative 
privately  sponsored,  competitive  businesses  that  create  new  job  markets  and  are 
integratmg  people  without  disabilities  into  a  quality  amnuity  workforce 

•  Effects   on  Quality  of  Services.      Another  example  comes  from  a 
father  who  became  involved  in  improving  the  chances  that  his  son  would  not  only  be 
physically  healed,  but  gainfully  employed  in  his  community.  He  read  a  book  which  a 
number  of  Centers  wrote  from  RTC  research  on  "what-we-know-works"  in 
traumatic  brain  injury  rehabilitation  and  called  to  thank  us  because  the  practices 
suggested  do  work    We  know  that  this  family  member  now  advocates  for  adoption 
of  demonstrated  practices  because  the  research  findings  were  compelling    He 
demands  evidence  of  similar  benefits  from  the  employment  programs  he  advises.  He 
will  be  able  to  share  copies  of  those  books  (and  any  new  information  that  the 
research  programs  devise)  without  cost,  in  his  advocacy,  as  long  as  the  centers  are 
funded    We  may  not  know,  how  many  other  programs  now  make  use  of  those 
validated  practices  or  how  many  people  are  now  working  who  previously  were  in 
day  programs.  We  do  know,  sum  followings  conducted  on  individuals  who 
participated  in  subsequent  validation  research,  that  over  40  percent  of  those 
mdiviauals  with  severe  tramatic  brain  injuries  were  employed,  most  were  flill-time, 
and  that  their  average  earnings  exceeded  $200  per  week. 

•  Research  and  Leadership  in  Systems  Change.  Finally  research  conducted  by 
Centers  on  psychiatric  disorders  has  led  changes  in  how  children  and  adults  are  dealt 
with  in  related!  social  service  systems.  It  was  not  so  many  years  ago  that  we 
assumed  that  people  with  severe  mental  illnesses  could  only  be  employablejf  their 
illness  was  first  resolved  and  then  only  part-time  RTC  and  NIDRR  research  has 
demonstrated  that  theey  can  be  in  full-time  employment  and  how  to  help  them  get 
better  jobs    These  are  people  who  would  never  before  have  been  included  in  our 
labor  statistics  or  in  our  counts  of  unemployed  people  with  disabilities.  RTC 
research  is  sharing  that  many  of  their  needs,  as  employees,  are  not  dissimilar  from 
the  types  of  work-supports  we  all  need  to  keep  our  jobs.  We  now  work  with 
rehabilitation  and  related  practitioners  and  families  to  make  them  aware  of  and  to 
apply  these  research  findings    We  know  that  many  people  have  been  added  to  the 
ranks  of  the  employed  because  of  this  long-term  fecleral  investment    There  are 
larger  numbers  of  people  with  these  hidden  disabilities,  every  year  who  are  now 
competively  employee!. 

Funding  History 

The  NIDRR  budget  request  for  FY  1997  is  again  $70  million,  as  it  was  in  FY  1995 
and  FY  1 996    As  shown  on  the  following  table,  in  1995,  $24.3  million  funded  46  Centers, 
approximately  $530,000  per  center  and  in  1996,  $23.8  million  has  been  earmarked  to 
support  46  RTCs,  an  average  of  $520,000  per  Center    However,  in  1993,  the  NIDRR 
budget  was  $68  million,  of  which  $25  million  supported  40  RTCs,  at  an  average  award  level 
of  $625,000.  Prior  to  the  added  requirements  for  RTCs  in  the  1992  reauthorization  of  the 
Rehabilitation  Act,  the  NIDRR  budget  was  $65  million  and  35  Centers  were  fijnded  from 
$25  million,  for  an  average  operating  level  of  over  $700,000. 


Fiscal  Year 

NIDRR  Request 

Funds  for  RTCs 

Number  of 
RTCs 

Average 
Funding 

1990 

$65  million 

$25  million 

35 

$710,000 

1993 

$68  million 

$25  million 

40 

$625,000 

1995 

$70  million 

$24.3  million 

46 

$530,000 

1996 

$70  million 

$23.8 

46 

$520,000 

Between  1990  and  1996,  the  number  of  Centers  has  continued  to  expand  and  the 
average  operating  budgets  for  Centers  have  decreased  dramatically    Across  this  same 
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period,  mature  centers  (i  e.,  ones  consecutively  funded  for  10  or  more  years,  long  enough  to 
be  reaping  benefits  from  programmatic  research  and  viable  enough  to  attract  a  stable,  core 
of  highly  qualified  scientists)  have  faced  not  only  increasing  costs  of  operating  a  scientific 
center  of  excellence  (average  Consumer  Price  Index  increases  of  3%,  rising  salaries  to  retain 
experienced  staff),  but  have  clear  decreases  in  funding  at  the  same  time  responsibilities  for 
these  Centers  have  been  legislatively  expanded.  The  RTCs  are  facing  very  serious  resource 
problems  that  will,  if  not  countered,  lead  to  diminished  capacities  of  the  RTCs  program  and 
the  NIDRR  to  carry  out  the  mandates  which  the  Congress  and  the  public  have  placed  before 
them 

The  current  and  proposed  budgets  for  the  RTC  Program  are  lower  now  than  in  prior 
years,  even  though  the  numbers  of  Centers  has  increased.  The  average  Center  grant  has 
decreased  to  a  low  point  under  $520,000,  though  responsibilities  have  increased.  In 
comparison,  the  smallest  NTH  Research  and  Training  Center  grants  is  about  $650,000,  most 
are  funded  at  between  $800,000  and  $  1  million,  these  NIH  Centers  are  not  required  to 
provide  technical  assistance,  and  some  of  the  lower  fijnded  NIH  Centers  do  not  have  a 
training  functions 

Recommendations  for  Fund  the  RTC  Program  and  the  NIDRR 

The  NARRTC  believes  the  RTC  Program  has  been  stretched  well  beyond  its 
capacity    The  Centers  cannot  be  held  accountable  to  meet  their  goals  and  Congress's  intents 
given  the  present  lack  of  adequate  resources 

Established  RTCs  should  on  the  average  be  funded  at  $800,000  per  year,  a 
figure  that  represents  a  modest  annualized  increase  of  between  3  and  4 
percent  over  the  1993  average  grant  size  of  $625,000. 

No  Center  should  be  funded  at  less  than  $500,000  (in  FY  1997  dollars)  if  the 
Center  is  expected  to  meet  the  minimum  requirements  for  a  Center  of 
Excellence  mandated  in  the  Rehabilitation  Act. 

The  FY  1 997  budget  for  the  RTC  Program,  therefore,  needs  to  be  in  excess 
of  $32  million,  an  $8  million  increase  over  FY  1996,  but  only  a  $7  million 
increase  over  FY  1993 

•  We  also  urige  the  Congress  to  instruct  the  NIDRR  to  create  no  additional 

numbers  of  RTCs  until  the  $32  million  budget  figure  for  the  RTC  Program 
and  award  levels  for  Centers  meet  those  levels  in  comparable  FY  dollars  as 
recommended  above. 

The  NARRTC  also  recommends  an  expansion  of  funding  suflficient  for  the  NIDRR 
to  carry  out  its  other  principle  responsibilities  in  research,  rehabilitation  engineering,  and 
research  training. 

We  request  that  additional  funds  be  provided  beyond  the  FY  1 996  level  to 
adequately  fund  the  core  rehabilitation  research  engineering  centers,  the 
field-initiated  research  program,  the  models  systems  projects,  rehabilitation 
research  training  program,  and  research  and  development  program  consistent 
with  the  NIDRR's  Long-Range  Plan. 

Without  these  level  of  increases  for  the  RTC  Program  and  the  NIDRR,  the 
Congress,  rehabilitation  service  delivery,  and  people  with  rehabilitation  needs,  for  whom  the 
benefits  of  the  research  are  intended,  cannot  expect  and  will  not  receive  the  desired  and 
needed  productivity  of  the  RTC  Program. 

Thank  you  for  this  opportunity  to  provide  input  and  testimony  on  behalf  of  the 
Research  and  Training  Center  Program  and  the  National  Institute  on  Disability  and 
Rehabilitation  Research  FY  1 997  funding  needs. 

STATEMENT  OF  STEPHEN  A.  JANGER,  PRESIDENT,  THE  CLOSE 
UP  FOUNDATION 

Mr.  Chairman,  distinguished  members  of  this  Subcommittee,  my  name  is  Stephen 
A   Janger  and  I  am  President  of  the  Close  Up  Foundation.   It  is  a  privilege  for  me 
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to  submit  this  testimony  in  support  of  the  Allen  J.  Ellender  Fellowship  Program, 
administered  by  the  Close  Up  Foundation.  On  behalf  of  the  tens  of  thousands  of 
recipients  of  Ellender  fellowships,  I  want  to  sincerely  thank  the  Members  of  this 
Subcommittee  for  all  of  your  past  support.  These  Close  Up  participants  are 
grateful  for  the  opportunity  to  learn  about  the  democratic  process  through  doing, 
rather  than  reading,  listening,  or  watching. 

I  also  bring  thanks  from  the  participant's  schools,  their  families,  and  their 
communities.   In  a  democracy  such  as  ours,  the  well  being  of  each  citizen  is 
dependent  on  a  citizenry  that  actively  and  thoughtfully  participates  in  the  governing 
process.   I  believe  as  Americans,  we  all  have  benefited  from  the  civic  pride  and 
enthusiasm  generated  by  Close  Up  programs. 

This  year  the  Foundation  is  celebrating  our  twenty-fifth  anniversary.   As  part  of 
this  celebration,  we  are  conducting  a  search  for  alumni.  We  are  amazed  and  proud 
to  find  them  working  in  the  offices  of  Members  of  Congress,  assisting  cabinet 
members,  serving  in  state  legislatures,  and  campaigning  in  Republican  and 
Democratic  presidential  campaigns.   One  of  our  alumni  has  been  elected  mayor  of 
his  town.   Others  are  executives  in  major  financial  corporations  and 
communications  firms.   In  the  legal  profession,  we  can  boast  of  a  Close  Up 
alumnus  as  an  assistant  U.S.  attorney  and  a  host  of  alumni  in  a  wide  variety  of  law 
firms.   One  of  our  basic  tenents,  giving  back  to  your  community,  has  been  shown 
to  take  hold  by  the  number  of  our  alumni  organizing  and  working  with  various 
charities.   Many  of  these  alumni  would  not  have  been  able  to  participate  in  the 
Close  Up  program  without  the  assistance  of  an  Ellender  fellowship.   By  the  end  of 
the  current  program  year,  Ellender  fellowships,  along  with  fellowship  funding 
generated  by  the  Foundation,  will  have  provided  more  than  94.000  participants 
with  fellowships. 

As  civic  educators,  we  are  well  aware  of  the  budget  difficulties  faced  by  this 
Congress.   We  believe,  however,  the  work  we  do  toward  encouraging  responsible 
civic  participation  is  well  worth  the  investment.   Civic  literacy  and  involvement 
are  commodities  without  which  this  country  cannot  survive.   Therefore,  for  fiscal 
year  1997.  we  respectfully  request  $3.0  million  for  the  Allen  J.  Ellender 
Fellowship  Program.   This  amount  is  equal  to  the  amount  the  Foundation  received 
in  fiscal  year  1995  following  a  recission  of  $1,185  million. 

In  January  and  February  of  this  year,  the  Washington  Post  ran  a  series  of  articles 
about  the  lack  of  knowledge  Americans  have  about  their  government.   For  the 
series,  the  Post,  together  with  the  Henry  J.  Kaiser  Family  Foundation  and  Harvard 
University,  surveyed  2,500  adults  about  their  civic  knowledge.   Fully  two-thirds  of 
those  surveyed  were  unable  to  name  their  Representative  in  Congress.   Half  did 
not  know  the  party  affiliation  of  their  Representative.   The  executive  and  judicial 
branches  were  also  a  mystery  to  most.   Only  sixty  percent  of  those  surveyed  could 
identify  the  Vice  President  of  the  United  States,  and  only  six  percent  could  name 
the  Chief  Justice  of  the  U.S.  Supreme  Court. 

I  am  certain  these  statistics  appalled  you  as  much  as  they  did  me.   They  do  not 
forecast  great  things  for  this  democracy.   They  do  reaffirm  the  need  for  a  focused 
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effort  at  increasing  civic  education.   Close  Up's  programs  provide  just  such  a 
service  to  Congress  and  the  other  branches  of  government  and  to  our  participants. 
By  bringing  students  into  the  government.  Close  Up  shows  them  that  civics  is 
relevant,  and  therefore  interesting  and  important.   Since  its  founding  in  1970, 
Close  Up  has  developed  new  and  better  ways  for  young  people,  educators,  and  a 
widening  circle  of  citizens  of  all  ages  to  gain  a  practical  understanding  of  how 
public  policy  affects  their  lives  and  how  individual  and  collective  efforts  affect 
public  policy.   Looking  back  over  the  last  twenty-five  years,  we  know  we  have 
touched  deeply  and  positively  the  lives  of  many  students.   We  look  forward  to 
having  an  even  broader  impact  in  our  next  quarter  century. 

The  Post  articles  pinpoint  the  importance  of  civic  education  to  democratic 
participation.   Respondents  who  claimed  to  be  uninterested  in  politics,  but  who  had 
a  high  knowledge  of  government,  were  five  times  more  likely  to  vote  than  less 
informed  citizens.   We  find  that  alumni  of  Close  Up  programs  are  more  informed 
about  their  government  and  more  motivated  to  help  make  their  representative 
democracy  work  than  the  majority  of  their  peers.   Close  Up  shows  them  that  they 
are  an  important  part  of  the  process.   A  South  Dakota  student  who  participated  in 
our  Washington  program  wrote  that  she  "...  really  enjoyed  talking  with  Tom 
Daschle  and  Larry  Pressler  about  their  role  in  government.   Now  when  I  see  them 
on  the  news,  I  feel  a  sense  of  unity  with  our  government."  I  would  be  willing  to 
bet  that  this  student  is  an  informed  and  active  voter.   Close  Up  students  have  pride 
in  their  government  and  carry  an  awareness  of  the  need  for  active  citizenship 
throughout  their  adult  lives. 

The  second  focus  of  the  Post  survey  was  the  lack  of  trust  Americans  have  for  each 
other.   According  to  the  survey,  two-thirds  of  Americans  believe  that  most  people 
cannot  be  trusted.   The  survey  found  that  the  lessening  of  trust  for  each  other  has 
exacerbated  the  lack  of  trust  in  the  government.   Survey  respondents  with  little 
trust  in  each  other  had  less  trust  for  the  government  than  respondents  with  high 
levels  of  interpersonal  trust.   Low-trust  respondents  were  also  less  likely  to  vote. 

The  Close  Up  Foundation  has  spent  twenty-five  years  educating  students  to  combat 
this  type  of  suspicion.   Not  only  does  the  Foundation  take  an  academic  approach  to 
learning  about  America's  diverse  citizenry,  we  actively  cause  interaction  between 
students  who  might  never  even  have  said  hello  to  each  other  in  their  hometowns. 
For  instance,  we  have  a  large  number  of  hearing  impaired  students  who  come  on 
our  program  each  year.   While  on  the  Close  Up  program,  each  hearing  impaired 
student  shares  a  hotel  room  with  another  hearing  impaired  student  and  two  hearing 
students.   When  the  week  begins,  both  the  students  and  the  teachers  are  very  wary 
of  these  pairings.   By  the  end  of  the  week,  the  hearing  students  have  developed  a 
healthy  sign  language  vocabulary,  and  the  teachers  are  searching  for  ways  to  help 
their  students  retain  and  use  this  newfound  language  skill. 

Close  Up  seeks  to  bring  together  many  different  populations  that  face  isolating 
factors,   the  physically  challenged  individuals  and  athletes,  the  gifted  and  talented 
and  those  struggling  to  stay  in  school,  students  from  remote  rural  areas  and  those 
from  the  inner  city,  and  students  who  speak  only  English  and  students  who  are 
learning  English  as  a  second  language.   The  money  we  receive  from  the  federal 
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government  is  crucial  to  creating  this  diverse  climate.   Close  Up  has  always 
worked  to  serve  underserved,  neglected  and  at-risk  populations.  There  are  a 
plethora  of  programs  for  students  on  the  honor  roll  or  in  leadership  positions.   But 
our  entire  democratic  system  is  based  on  the  equal  representation  and  participation 
of  all  its  citizens.   Our  democracy  is  worth  the  investment  that  the  Allen  J. 
Ellender  Fellowship  Program  makes  in  these  students'  lives. 

The  only  criteria  for  receiving  an  Ellender  fellowship  is  financial  need.   A 
majority  of  our  student  participants  pay  their  own  way  with  the  help  of  local 
fundraising  activities  and  their  parents.   Our  fellowship  participants  are  generally 
from  family  financial  backgrounds  where  parental  support  is  not  an  option.   For 
our  core  Washington  High  School  Program,  the  most  recent  audited  data  (program 
year  1994/95)  shows  that  the  average  Ellender  fellowship  recipient  is  from  a 
family  with  four  dependents  and  an  average  income  of  $18,417.   For  participants 
in  our  Program  for  New  Americans  (PNA)  that  average  family  income  is  $14,767. 
So  you  can  see,  Mr.  Chairman,  these  are  clearly  students  in  need.  The  Ellender 
fellowships  received  by  students  participating  in  both  the  Washington  High  School 
Program  and  the  Program  for  Ne\v  Americans  bring  citizenship  opportunities  to 
students  who  otherwise  are  without  the  financial  means  to  participate. 

In  FY94.  the  Foundation  received  $4.2  million  in  Ellender  Fellowship  funds.   In 
FY95.  the  original  amount  of  $4,185  million  was  reduced  to  $3.0  million  in  the 
recission  process.  Fiscal  year  1996"s  funding  of  only  $1.5  million  must  be 
stretched  to  cover  the  same  constituencies  during  the  1996/97  school  year.   We 
will  do  our  best  with  that  amount,  but  we  are  certain  to  fall  far  short.  Many 
deserving  students  will  not  be  able  to  have  a  Close  Up  experience.  It  is  for  these 
students  that  we  respectfully  request  funding  equal  to  what  we  received  two  years 
ago. 

You  may  have  questions  about  what  the  Ellender  Program  funds  actually  purchase. 
For  many  Members  of  Congress,  Close  Up  may  mean  large  groups  of  students  in 
their  offices  or  simply  crowding  the  halls  of  the  Capitol.  That  is  part  of  Close  Up, 
but  the  real  value  comes  from  what  the  students  take  away  from  their  meetings 
with  you.   Of  the  entire  program,  many  of  our  alumni  remember  their  Close  Up 
Capitol  Hill  day  the  best.  They  remember  a  growing  sense  of  self  confidence  as 
they  gathered  the  courage  to  ask  their  Senator  a  question,  and  the  pride  they  felt 
when  the  Senator  took  their  question  seriously  and  provided  a  thoughtftil  answer. 

Close  Up's  main  program  is  the  Washington  High  School  Program.   This  program 
has  participants  from  all  fifty  states,  the  District  of  Columbia,  the  Commonwealth 
of  Puerto  Rico  and  the  United  States'  Territories.   Our  second  largest  program  is 
the  Program  for  New  Americans.  This  program  is  designed  for  students  who  have 
recently  immigrated  to  the  United  States.   In  1987/88,  our  first  year  offering  the 
Program  for  New  Americans,  120  students  participated.   This  current  year,  we 
celebrated  our  10,000th  PNA  participant.   Because  immigrants  tend  to  be  less 
established  in  this  country,  they  rely  more  heavily  on  Ellender  fellowships. 
Unfortunately,  during  the  1996/97  school  year,  we  are  predicting  a  drastic 
decrease  in  PNA  participation  because  we  will  not  be  able  to  offer  as  many 
fellowships  as  we  have  in  previous  years. 
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Another  population  severely  hurt  by  the  decrease  in  Ellender  f\inding  is  senior 
citizens.   In  1984.  Close  Up  instituted  its  Program  for  Older  Americans  (POA), 
based  on  the  belief  that  civic  learning  is  a  lifelong  experience.   This  year  Close  Up 
also  celebrated  its  10,000th  POA  participant.   Unfortunately,  with  the  scaled  back 
Ellender  funding,  we  do  not  expect  to  be  able  to  offer  any  Ellender  fellowships  to 
older  Americans.   One  of  the  things  that  the  Ellender  fellowships  have  provided 
the  POA  in  the  past  was  some  economic  diversity,  since  older  Americans  on  fixed 
incomes  were  able  to  participate  with  their  more  affluent  peers. 

By  restoring  the  level  of  Ellender  fellowship  funding  to  the  FY95  level,  you  will 
enable  those  who  have  the  least  to  participate  in  a  program  that:   helps  to  create 
understanding  of  the  difficulties  legislative  policymakers  face  with  every  public 
policy  decision;  encourages  community  involvement;  and,  teaches  informed 
participation  is  a  responsibility  for  every  American. 

Interwoven  throughout  all  of  Close  Up's  programs  is  an  emphasis  on  community 
service  or  community  involvement.   Not  only  is  it  important  for  students  to  realize 
that  communities  need  attention  and  work  to  thrive,  but  community  participation  is 
a  way  for  smdents  to  give  back  to  those  who  have  supported  their  Close  Up 
fiindraising  efforts,  and  indeed  their  efforts  to  develop  into  responsible  adults. 
These  local  projects  take  many  forms,  and  not  only  help  the  community,  but  more 
firmly  anchor  these  students  to  their  community  and  civic  responsibilities. 

I  would  be  remiss  if  I  did  not  mention  the  role  that  teachers  play  in  C16se  Up. 
Teachers  serve  as  mentors  for  their  students,  they  assist  in  student  fundraising,  and 
they  prepare  the  students  academically  for  their  trip  to  Washington.   Once  they 
arrive  in  the  nation's  capital,  the  teachers  attend  a  concurrent  but  separate 
professional  development  program.   The  Close  Up  teacher  program  provides 
teachers  with  new  information  and  teaching  methodologies,  as  well  as  the 
opportunity  to  share  actual  classroom  experiences  with  colleagues  from  throughout 
the  country.   The  teachers  return  to  their  classrooms  with  exciting  new  material 
and  a  newfound  enthusiasm  for  their  jobs.   Over  the  past  twenty-five  years,  we 
conservatively  estimate  that  Close  Up  teachers  have  reached  more  than  six  million 
students.   This  is  an  exceptionally  high  return  for  a  relatively  modest  investment. 

In  the  past,  there  has  been  concern  from  Congress  that  Close  Up  awarded  Ellender 
fellowships  to  teachers  at  the  expense  of  students.   While  there  was  disagreement 
with  that  issue  from  some,  let  me  assure  you  that  Close  Up  has  been  following  the 
intent  of  the  Subcommittee  and  has  reduced  the  number  of  Ellender  teacher 
fellowships.   Additionally,  the  only  teachers  who  now  receive  Ellender  fellowships 
are  those  from  "at-risk"  schools.   Even  with  this  focus,  these  teachers  appear  to  be 
bearing  the  most  adverse  impact  of  the  reduction  in  teacher  fellowship  funds. 
Although  the  Foundation  is  working  diligently  to  raise  funds  for  both  student  and 
teacher  fellowships,  the  competition  for  scarce  private,  corporate,  and 
philanthropic  resources  is  immense.   We  will  continue  to  devote  ourselves  to 
raising  the  funds  necessary  to  reach  as  many  students  and  teachers  as  possible; 
however,  without  a  Congressional  commitment  of  funds  for  the  Ellender 
fellowships,  our  task  is  severely  hampered. 
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Mr.  Chairman,  all  of  us  at  the  Close  Up  Foundation  very  much  appreciate  the 
support  of  this  Subcommittee.   We  know  that  it  is  through  the  Senate's  efforts  that 
the  Allen  J.  Ellender  Fellowship  Program  continues  to  exist  today.  I  think  that  the 
Subcommittee's  recognition  of  the  need  for  students  to  have  opportunities  for  civic 
education  speaks  volumes  about  the  concern  you  have  for  not  only  our  young 
people  but  our  citizenry  as  a  whole. 

We  appreciate  greatly  the  confidence  the  Subcommittee  has  shown  in  the  work  of 
Close  Up,  and  we  believe  our  plans  for  the  coming  fiscal  year  merit  your 
continued  support.   We  would  be  happy  to  respond  to  any  questions  and  to  provide 
any  additional  programmatic  or  budgetary  detail.  Thank  you  very  much. 

STATEMENT  OF  THE  INTERSTATE  CONFERENCE  OF 
EMPLOYMENT  SECURITY  AGENCIES 

The  Interstate  Conference  of  Employment  Security  Agencies  (ICESA)  is  the 
national  organization  of  state  officials  who  administer  the  nation's  public 
Employment  Sen/Ice,  unemployment  Insurance  laws,  labor  market  information 
programs  and,  In  many  states,  job  training  programs. 

OVERVIEW 

The  members  of  ICESA  recognize  the  challenges  that  face  members  of  the 
Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services,  Education 
and  Related  Agencies  in  responding  to  the  numerous  funding  requests  for 
programs  under  Its  jurisdiction.  We  realize  that  the  subcommittee  must  adhere 
to  the  parameters  set  by  the  budget  resolution  and,  therefore,  canndt  meet  all  of 
the  requests  from  Individuals  and  organizations  that  either  use  or  administer  the 
programs  of  these  agencies.  It  is  for  these  reasons  that  ICESA  requests  are 
only  those  which  we  believe  to  be  the  minimum  levels  necessary  to  maintain  a 
viable  system.  We  also  request  authority  to  use  more  effectively  the  funds  that 
you  invest  in  the  programs  we  run. 

•  We  ask  you  to  recognize  the  Employment  Security  System's  potential  as  a 
logical  and  appropriate  Infrastructure  for  one-stop  career  centers.  We 
believe  that,  together,  we  should  continue  to  invest  In  creating  one-stop 
centers  to  better  serve  our  customers. 

•  The  FY  1 995  and  FY  1 996  Appropriations  Acts  Included  language  permitting 
states  to  use  Employment  Service  and  unemployment  insurance  funds  to 
support  automation  that  integrates  reemployment  and  unemployment 
benefits  services.  To  permit  states  to  move  further  toward  "seamless 
service"  for  our  customers  -  jobseekers  and  employers  ~  we  urge  you  to 
expand  last  year's  language  to  permit  unemployment  insurance  and 
Employment  Service  administrative  resource  and  cost  pooling  that  facilitates 
the  Integration  of  these  services. 
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THE  UNEMPLOYMENT  TRUST  FUND  &  PROGRAMS  FUNDED  WITH  THESE 
DEDICATED  REVENUES 

As  you  know,  appropriations  for  administration  of  unemployment  insurance 
programs,  the  Employment  Service,  labor  market  statistics,  and  certain  veterans 
employment  programs  come  from  the  Unemployment  Trust  Fund  (UTF).  The 
UTF,  like  the  Social  Security  Trust  Fund,  is  made  up  of  dedicated  revenues  from 
state  and  federal  payroll  taxes.  While  the  trust  fund  revenues  are  sufficient  to 
fully  fund  the  operation  of  those  programs,  federal  budget  rules,  which  ignore  the 
dedicated  nature  of  the  Fund,  place  substantial  constraints  on  this 
subcommittee.  Still,  it  is  important  to  remember  the  bargain  that  was  struck 
when  the  federal  government  imposed  the  Federal  Unemployment  Tax  Act 
(FUTA)  tax  on  business:  "You  pay  the  tax  and  we  will  maintain  a  system  capable 
of  effectively  addressing  the  needs  of  employers  and  jobseekess." 

In  an  effort  to  ensure  the  effectiveness  of  this  system,  the  FY  1995  and  FY  1996 
Appropriations  Acts  included  language  which  allows  States  to  use  unemployment 
insurance  and  Employment  Service  funds  for  integrated  automation  efforts.  As  a 
result,  equipment  purchased  with  program  funds  for  unemployment  insurance  or 
the  Employment  Service  can  be  used  to  serve  customers  of  both  programs. 
ICESA  thanks  the  subcommittee  for  taking  this  step  toward  "seamless  service" 
for  our  customers  --  jobseekers  and  employers  --  and  urges  you  to  expand  this 
language  to  permit  unemployment  insurance  and  Employment  Service 
administrative  resource  pooling  that  facilitates  the  integration  of  these  sen/ices.. 

Workforce  development  programs  funded  with  FUTA  revenues  will  be  the 
backbone  of  the  new  workforce  development  system.  In  FY  1995  alone,  the 
Employment  Security  System  provided  an  estimated  7.9  million  unemployed 
workers  with  unemployment  checks  totaling  over  $21  billion.  The  average 
unemployed  worker  received  benefits  for  just  under  15  weeks.  Nearly  12  million 
jobseekers  received  Employment  Service  assistance  during  program  year  1994 
(July  1 ,  1994  -  June  30,  1995),  and  over  3.4  million  jobs  were  filled  by  referrals 
from  the  Employment  Service. 

FY  1997 

ICESA  believes  that  the  Administration's  FY  1997  budget  request  for  the  FUTA- 
funded  programs  is  the  minimum  required  to  provide  necessary  employment  and 
unemployment  insurance  services.  ICESA  supports  the  following: 

Employment  Service-The  Employment  Service  provides  universal  access  to  its 
services  for  both  jobseekers  and  employers.  For  jobseekers,  these  services 
include,  but  are  not  limited  to.  job  search  and  placement  services  including 
counseling,  testing,  occupational  and  labor  market  information,  assessment,  and 
referral  to  jobs.  For  employers,  the  Employment  Service  provides  appropriate 
recruitment  services,  referral  of  qualified  jobseekers  and  special  technical 
services. 

Access  to  the  above  sen/ices  is  determined  by  the  customer.  For  those 
individuals  or  employers  that  need  minimal  "personal"  assistance,  the 
Employment  Service  has  several  "self-help"  mechanisms  in  place,  including 
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kiosks  in  libraries  and  public  places,  career  resource  rooms,  and  America's  Job 
Bank  which  provides  Internet  access  to  a  pool  of  over  400.000  job  vacancies. 
Over  the  past  few  years,  investments  in  technology  have  greatly  increased  the 
ability  of  the  Employment  Service  to  provide  these  low  cost  services  to  the 
general  public. 

For  those  customers  who  need  staff  assistance  of  various  levels,  the 
Employment  Service  provides  services  ranging  from  basic  skills  assessment  to 
referral  to  other  workforce  development  services  such  as  job  training.  In  many 
states,  the  local  social  service  agency  contracts  with  the  Employment  Service  to 
provide  job  placement  assistance  to  welfare  recipients  who  are  job-ready.    It  is 
expected  that,  as  states  and  the  federal  government  move  to  refonri  our  welfare 
system,  the  Employment  Service  will  be  increasingly  relied  on  to  provide 
services  under  new  welfare-to-work  programs. 

To  ensure  that  the  Employment  Service  can  continue  to  provide  basic  labor 
exchange  services  to  jobseekers  and  employers,  the  states  are  requesting  a 
minimum  of  $782.3  million  for  Employment  Service  state  allotments. 

Unemployment  Insurance-The  FY  1996  appropriation  for  state  unemployment 
insurance  operations  was  a  reduction  of  about  6.6%  from  the  amount  that  the 
administration  estimated  was  needed  to  collect  state  unemployment  taxes  and 
serve  the  number  of  workers  expected  to  file  claims  for  unemployment  benefits 
in  FY  1996.  This  is  a  significant  reduction  for  a  program  which  must,  as  an 
entitlement,  serve  all  eligible  unemployed  workers,  and  serve  them  within 
timeframes  mandated  by  law  and  judicial  decisions.  Although  uneniployment 
has  been  relatively  low  for  several  years,  these  low  workload  levels  are  already 
reflected  in  the  budget  request  prepared  by  the  administration. 

State  unemployment  insurance  administrators  are  trying  to  cope  with  ever- 
shrinking  federal  resources  by  investing  in  technology  which  can  save 
administrative  funds  and  improve  services.  However,  their  ability  to  continue  to 
make  those  investments  is  jeopardized  by  the  lack  of  appropriations  for 
automation  and  the  substantial  cut  in  operating  funds  for  FY  1996.    As  you 
know,  the  demand  for  unemployment  insurance  is  very  cyclical;  we  urge  you  to 
recognize  that  the  infrastructure  of  offices,  computer  systems,  and  highly  trained 
staff,  such  as  those  who  adjudicate  claims  and  appeals,  must  be  maintained 
during  good  economic  times  to  ensure  that  the  system  has  sufficient  capacity  to 
serve  eligible  unemployed  workers  in  bad  economic  times. 

In  FY  1997,  the  current  base  workload  level  of  2.0  million  average  weekly 
insured  unemployment  should  be  maintained  and  normal  growth  in  tax 
workloads  (subject  employers  and  wage  records)  provided.  Funding  based  on 
these  workloads  should  be  increased  to  cover  the  rising  cost  of  doing  business. 
ICESA  supports  the  following  levels  for  Ul  operations:  State  Administration- 
$2,225  billion;  National  Activities~$10.0  million;  Contingency~$328.4  million. 

Veterans'  Employment  and  Training-Anolher  critical  area  of  investment  is  for 
veterans'  employment  and  training  services.  If  we,  as  a  nation,  were  not 
confronting  a  budget  deficit  crisis.  ICESA  would  call  for  full  statutory  funding  for 
the  critical  Disabled  Veterans  Outreach  and  Local  Veterans  Employment 
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Representative  programs  that  serve  our  veterans  population  by  helping  to 
ensure  a  smooth  transition  of  separating  military  personnel  into  the  civilian 
workforce.  However,  recognizing  the  need  to  address  the  federal  deficit  as  well 
as  the  fact  that  other  FUTA-funded  programs  are  sharing  in  the  budget  "belt 
tightening,"  ICESA  asks  you  to  fund  these  important  service  programs  at  the 
Administration-requested  levels.  The  specialized  veterans  employment 
representatives  working  in  Employment  Service  offices  nationwide  will  help 
ensure  our  nation  does  not  abandon  the  fine  men  and  women  separating  from 
the  military. 

Labor  Market  lnformation-\n  the  debate  surrounding  reemployment  and  job 
training  issues,  there  is  clear  consensus  that  accurate  and  timely  labor  market 
information  is  an  essential  part  of  our  economic  infrastructure,  providing 
information  about  employment,  jobs,  and  workers.  Such  information  is  an 
invaluable  resource  for  jobseekers,  businesses,  educators,  and  young  persons 
who  are  planning  careers-answering  their  questions  of  Where  are  the  jobs  of 
the  future?  What  changes  are  occurring  in  the  skill  requirements  for  today's  and 
tomorrow's  jobs?  Which  industries  are  growing  rapidly?  Where  are  layoffs 
occurring? 

Most  of  this  labor  market  information  is  produced  by  state  employment  security 
agencies  in  cooperation  with  the  Bureau  of  Labor  Statistics  and  other  federal 
agencies.  Frequently,  legislation  requires  state  and  area  level  information  but 
provides  few  if  any  funds  to  collect  and  analyze  such  data.  Funding  to  support 
the  production  of  local  labor  market  information  is  piecemeal  and  inadequate, 
which  results  in  a  lack  of  consistency  and  comprehensiveness. 

However,  a  sound  and  solid  basis  exists  upon  which  to  build  a  world-class, 
nationwide  system  of  labor  market  information.  In  addition,  today's  information 
technology  presents  a  dazzling  array  of  opportunities  that  did  not  exist  a  short 
time  ago.  Rather  than  reinvent  the  wheel,  we  encourage  the  Congress  to  invest 
in  the  existing  system  and  adequately  fund  the  state  employment  security 
agencies  to  produce  world-class  labor  market  information.  ICESA  supports  the 
level  of  funding  requested  by  the  Administration  for  labor  market  information  in 
the  Employment  Service  and  Bureau  of  Labor  Statistics  budgets. 

WORKFORCE  DEVELOPMENT  REFORM 

A  great  deal  of  discussion  about  reforming  the  nation's  workforce  development 
system  has  focused  on  worker  training/retraining  programs.  State  employment 
security  agencies  see  considerable  merit  in  linking  unemployment,  employment, 
and  training  programs  to  create  a  comprehensive  workforce  development 
system    However,  in  our  enthusiasm  to  consolidate/eliminate/block  grant  the 
myriad  of  federal  employment  and  training  programs,  we  must  not  forget  the 
many  workers  who  go  through  periods  of  temporary  unemployment  and  return  to 
their  previous  job  or  a  similar  one  without  retraining. 

The  basic  infrastructure  for  a  comprehensive  workforce  system  already  exists  in 
over  1800  Employment  Service/Job  Service  offices  all  around  the  country.   In 
these  community-based  offices,  customers  now  receive  unemployment 
insurance  benefits,  job  search  assistance  through  the  Employment  Service,  labor 
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market  information,  and  in  many  cases,  referral  to  job  training,  skills 
development,  and  support  services.  Studies  continue  to  verify  that  iob  search 
assistance  is  the  single  most  effective  service  for  unemployed  and  dislocated 
workers. 

Some  individuals,  however,  will  need  additional  skills  to  compete  successfully  in 
today's  job  market.  Most  of  these  workers  will  become  dislocated,  through  no 
fault  of  their  own.  from  a  job  that  they  assumed  they  would  have  until  the  end  of 
their  working  career.  Others  will  need  additional  vocational  training  to  refine  the 
skills  they  once  had.   ICESA  supports  continued  funding  of  job  training  programs 
(JTPA)  at  the  level  requested  by  the  Administration. 

Over  the  years,  many  states  and  localities  have  been  implementing  the  concept 
of  one-stop  career  center  systems.  The  federal  and  state  governments  should 
build  upon  this  foundation,  and  invest  in  the  workforce  development  system.  For 
some  states,  the  funds  requested  by  the  Administration  and  provided  by 
Congress  to  advance  the  one-stop  concept  have  increased  the  capability  to 
deliver  workforce  and  employment  services  in  an  effective  and  efficient  way.  We 
need  to  continue  this  investment.  ICESA  supports  the  level  of  funding  ($150 
million)  requested  by  the  Administration. 

As  of  the  date  of  this  testimony,  the  House-Senate  conference  committee  on  the 
workforce  development  legislation  (H.R.  1617)  is  continuing  its  work  in  resolving 
the  differences  between  the  House  and  Senate  versions  of  the  bill.  We  are 
hopeful  that  agreement  can  be  reached  this  year  which  will  allow  the  states  and 
localities  greater  flexibility  in  the  delivery  of  workforce  development  services. 

Assuming  passage,  we  urge  you,  as  members  of  the  appropriations 
subcommittee  with  jurisdiction  over  these  programs,  to  support  the  funding  levels 
proposed  by  the  authorizing  committees  in  the  new  legislation.  There  will  be  a 
great  deal  of  oversight  responsibility  placed  upon  the  states  and  localities  in  this 
new  legislation,  in  addition  to  the  need  to  develop  automated  systems  to  provide 
more  useful  labor  market  information  to  customers  and  track  progress  of 
program  participants.  Successful  development  of  these  systems  will  require 
sufficient  resources. 

CONCLUSION 

In  summary,  our  message  is  one  of  encouraging  efficient  and  effective 
investment  of  public  resources  in  a  strong  workforce  development  system  built 
on  the  infrastructure  that  exists  today.  With  your  help  and  targeted  investment, 
we  have  the  ability  to  link  unemployment,  employment,  and  training  programs 
together  to  provide  seamless,  high  quality  customer  service  to  America's 
employers  and  jobseekers. 

STATEMENT  OF  DONALD  E.  SEATTER,  PRESIDENT,  NATIONAL 
COUNCIL  OF  SOCIAL  SECURITY  MANAGEMENT  ASSOCIA- 
TIONS, INC. 

The    National    Council    of    Social    Security    Management 
Associations       (NCSSMA) ,       representing      supervisors       and 
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managers  in  over  1300  Social  Security  field  offices  and 
teleservice  centers  across  the  country,  urges  Congress  to 
provide  an  administrative  budget  for  SSA  which  is  adequate 
to  serve  the  needs  and  protect  the  rights  of  the  American 
public.  We  currently  lack  the  resources  in  SSA  field 
facilities  to  meet  those  responsibilities. 

The  current  public  policy  debate  regarding  how  best  to 
manage  and  insure  the  financial  soundness  of  the  world's 
largest  social  insurance  program  must  not  be  allowed  to 
cloud  the  fact  that  the  existing  program,  on  which  the 
American  public  has  relied  for  over  sixty  years,  needs  to 
be  run  in  a  compassionate,  efficient  and  fraud-free  way. 
While  the  debate  over  programmatic  reform  is  properly  a 
function  of  elected  officials  in  Congress  and  of  the 
Administration,  an  agency  that  is  responsible  for  the 
expenditure  of  one-fifth  of  the  national  budget  must  be 
allowed  to  manage  its  existing  programs  efficiently.  While 
NCSSMA  does  not  take  positions  on  social  insurance  policy 
issues,  we  believe  it  is  incumbent  upon  Congress  to  ensure 
that,  while  the  macro  issues  are  debated,  American 
taxpayers  receive  the  service  they  deserve  and  value  for 
their  contributions  to  the  trust  funds. 

Congress  and  the  Administration  are  urging  government 
agencies,  particularly  large  agencies  like  SSA,  to  operate 
more  and  more  efficiently.  Those  urgings  are  meaningless 
when  agency  management  is  whipsawed  by  funding  halts  and 
continuing  uncertainties  as  to  whether  investments  in 
future  productivity  can  be  financed.  We  agree  that  SSA 
should  operate  in  a  businesslike  manner.  We,  as  program 
administrators,  need  the  support  of  both  parties  in 
Congress  and  the  support  of  the  Executive  Branch  in  order 
to  make  government  "work  better  and  cost  less." 

The  fiscal  climate  that  we  operated  in  from  October, 
1995,  to  May,  1996,  is  the  antithesis  of  compassionate, 
efficient  public  administration  of  public  funds.  The 
government  shut  down  in  November,  the  long  emergency- 
service-only  furlough  period  in  December  and  January,  and 
the  more  than  six  months  we  have  struggled  with  inadequate 
funding  and  lack  of  an  enacted  budget  —  all  have  a 
negative  impact  on  SSA  services  across  the  country  and  on 
the  employees  who  try  each  day  to  provide  those  services. 

Thirty-two  hundred  NCSSMA  members  and  the  employees  in 
our  offices  are  the  people  who  deal  each  day,  in  person  and 
on  the  phone,  with  the  full  spectrum  of  the  American 
public.  We  are  the  ones  held  accountable  by  American 
citizens  when,  despite  our  best  efforts,  SSA  cannot  deliver 
the  services  they  deserve  and  expect.  Funding  uncertainties 
and  work  interruptions  compound  service  delivery  problems 
by  lowering  employee  morale,  which  has  fallen  to  the  point 
that  many  employees  are  cynical  about  their  own  futures. 
This  can  only  negatively  impact  their  ability  to  be  kind 
and  caring  to  the  customers  they  serve. 
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SSA  serves  51  million  Social  Security  and  SSI 
beneficiaries  and  135  million  taxpayers  and  employers  who 
contribute  payroll  taxes.  We  face  continually  increasing 
workloads  to  be  tackled  with  decreasing  resources  in  the 
field.  For  example,  the  number  of  new  disability  claims 
rose  from  1.7  million  claims  filed  in  1989  to  almost  3 
million  in  1995.  Processing  times  for  these  claims  are  too 
long  —  84  days  to  reach  an  initial  decision  on  Social 
Security  cases  and  106  days  for  SSI  disability  cases. 
These  processing  times  are  projected  to  be  even  longer  in 
the  months  ahead  as  we  implement  SSI  reforms  and  prepare  to 
step-up  Continuing  Disability  Reviews.  Elimination  of 
drug  addiction  and  alcoholism  as  a  basis  for  benefits 
translates  into  an  overwhelming,  immediate  workload  for 
which  no  additional  funds  have  been  provided  by  Congress. 
Such  mandates  without  accompanying  funds  result  in  workload 
trade-offs  with  other,  equally  important,  responsibilities. 

The  disability  appeals  process  is  even  more  back- 
logged  than  new  claims.  Only  11.6%  (weighed  against  the 
agency  goal  of  100%)  of  appeals  are  processed  within  120 
days.  This  unenviable  record  is  an  improvement  over  recent 
fiscal  years  and  represents  the  besT  we  have  been  able  to 
do  even  with  11%  of  SSA's  staff  working  in  the  Office  of 
Hearings  and  Appeals.  A  year  ago,  nearly  a  half-million 
cases  were  pending.  At  the  end  of  FY  1995,  there  were 
561,000  cases  pending  —  a  backlog  equal  to  a  full  year's 
work.  This  is  not  "service"  to  the  working  Americans  to 
whom  we  have  promised  these  benefits  should  they  peed  them. 

While  SSA  has  targeted  the  appeals  process  for 
significant  redesign,  and  in  fact  has  started  to  pilot 
potentially  revolutionary  changes  that  should  speed  final 
claims  decisions,  positive  change  was  decelerated  by  the 
fiscal  uncertainties  of  the  last  six  months. 

In  years  past,  this  Committee  has  generously  provided 
NCSSMA  with  opportunities  to  present  the  SSA  field 
perspective  regarding  the  agency's  operational  budget.  We 
testified  repeatedly  that  we  are  in  desperate  need  of 
state-of-the-art  computer  equipment,  more  training,  and 
sufficient  numbers  of  employees  to  both  answer  our 
telephones  and  handle  walk-in  clients  in  our  offices.  We 
have  testified  about  the  frustration  of  being  responsible 
for  fulfillment  of  congressional  mandates  without  being 
given  adequate  resources. 

We  fear  that  the  seriousness  of  our  message  has  not 
yet  been  understood.  Problems  too  often  swamp  our  best 
efforts  to  provide  better  service.  Yes,  we  are 
resourceful.  We  train  community  volunteers  and  develop 
relationships  with  hospitals,  public  school  officials, 
county  health  departments,  local  public  aid  offices  and 
foster  care  programs  to  help  us  get  the  job  done.  We  can 
identify  and  make  use  of  these  resources  because  we  are 
based  in  communities  where  they  are  located  and  where  those 
we  serve  live  and  work.  But  real  solutions  require 
sufficient  and  predictable  funding. 
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Field  offices  are  experiencing  set-backs  in  the 
installation  of  the  Interactive  Work  Station-Local  Area 
Network  (IWS-LAN)  computer  equipment  we  need  to  make  every 
process  faster.  IWS-LAN  will  allow  us  to  process  a  claim 
to  completion,  interact  with  other  agencies  and  offices, 
access  on-line  SSA's  operation  manual,  or  compose 
personalized  correspondence  with  callers,  claimants  and 
beneficiaries.  Without  IWS/LAN,  we  will  not  be  able  to 
perfect  the  new  Reengineered  Disability  System  (RDS) 
critical  to  speeding  the  disability  claim  process. 

SSI  fraud  is  a  politically  popular  complaint,  yet 
often  ignored  is  the  fact  that  field  office  employees  are 
best  positioned  to  identify  and  weed  out  those  receiving 
benefits  fraudulently.  We  need  only  the  resources  and  time 
to  do  it,  coupled  with  support  and  follow-through  from  SSA 
leadership. 

We  are  consumed,  however,  with  normal  claims  handling, 
which  in  most  SSA  field  facilities  must  be  handled  (and 
productivity  is  measured)  in  a  move-the-work  fashion  which 
pushes  our  staffs  to  and  beyond  the  limit  of  their 
capacity.  We  must  rely  heavily  on  overtime  just  to  keep  up 
with  normal  claims  processing  activity,  yet  overtime  in  SSA 
field  offices  was  dramatically  reduced  during  the  months 
this  year  when  we  were  operating  on  an  FY  95  funding  level. 

SSA's  telephone  service  is  another  area,  in  which 
inefficiency  is  the  rule  as  a  result  of  inadequate  field 
resources  and  band-aid  approaches  to  the  problems.  To  more 
quickly  answer  the  more  than  100  million  800#  calls  a  year, 
more  employees  are  being  moved  into  800#  telephone  work. 
Although  the  800#  was  conceived  as  a  service  which  would 
relieve  field  office  workloads  —  and  staff  therefore  were 
deployed  from  local  offices  to  telephone  sites  —  800# 
inquiries  still  often  require  an  administrative  message  to 
be  sent  to  the  local  field  office  to  resolve  the  issue. 
Although  Congress  mandated  publication  of  local  office 
phone  numbers  in  addition  to  the  800#  (and  we  agree  callers 
should  have  that  choice)  we  frequently  cannot  answer  the 
phones  in  our  field  offices  at  all,  and  our  teleservice 
centers  are  often  strained  past  their  capacity. 

After  the  downsizing  of  the  1980 's,  which  cost  some 
field  offices  as  much  as  40%  of  their  staff,  we  are  still 
losing  disproportionate  numbers  of  staff  in  the  SSA  field. 
Early-outs  meant  to  reduce  the  overall  size  of  the  agency 
in  the  last  two  years  have  cost  us  local  office  and 
teleservice  managers  and  supervisors  that  the  agency  could 
not  afford  to  lose.  We  also  lost  a  large  number  of  the 
direct  service  employees  who  conduct  interviews  for 
retirement,  survivors,  disability  and  SSI  claims. 

Despite  the  fact  that  Social  Security  programs  have 
grown  more  complex  over  the  years,  training  has  been 
reduced.  Across-the-board  cuts  in  government  travel  funds 
meant  inability  for  employees  to  travel  to  centralized 
training  sites,  and  overall  budgetary  constraints  resulted 
in  training  funds  being  spent  elsewhere.  Most  regions  have 
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no  training  for  new  managers,  who  are  then  ill  prepared  to 
take  on  the  responsibilities  of  the  many  field  managers  who 
are  retiring  and  early-outing.  Abbreviated  training  for 
newly  hired  technicians  is  inadequate  for  the  complex  laws 
our  employees  must  administer.  New,  insufficiently  trained 
telephone  service  representatives  for  the  800#  must 
frequently  hand-off  the  work,  creating  unnecessary  delays 
which  so  often  are  part  and  parcel  of  stop-gap,  emergency 
response  to  service  delivery  problems.  As  SSA  moves  toward 
more  automated  processes  and  re-structuring,  multi-skill 
and  computer  training  will  further  increase  training  needs. 

In  1994  Congress  re-established  SSA  as  an  independent 
agency,  hoping  to  remove  day-to-day  operations  from 
political  pressures  and  whims.  From  my  vantage  point  as  a 
34-year  career  civil  servant,  the  opposite  has  occurred. 

We  do  not  yet  have  a  confirmed  commissioner,  and  the  bi- 
partisan Advisory  Board  has  had  only  preliminary, 
educational  meetings.  NCSSMA  believes  it  is  now 
necessary  for  the  independent  SSA  to  develop,  widely 
publicize  and  rapidly  implement  a  comprehensive,  rational 
restructuring  plan  to  better  serve  the  American  public  by 
making  efficient,  full  service  a  reality. 

Proper  training  and  enhanced  systems  automation  at  the 
local  level  would  mean  that  SSA  could  eliminate  overhead 
functions  and  reallocate  staff  to  the  field  where  Social 
Security  can  give  the  public  a  full  range  of  services  they 
have  paid  for  and  rightfully  expect  —  respectful  face-to- 
face  service  for  those  who  want  or  need  it,  accurate  and 
complete  information  and  help  for  those  who  contact  us  by 
telephone  and  by  mail. 

We  thank  this  Committee  for  your  ongoing  support  of 
SSA  operational  funding.  We  very  much  appreciate  the  roll- 
over provision  included  in  the  FY  96  appropriations  bill 
which  will  allow  the  agency  to  utilize  for  automation  any 
funds  un-expended  during  the  remainder  of  the  year. 

In  order  to  ensure  full  service  and  access  to  Social 
Security  benefits  to  all  entitled  and  to  minimize 
misspending  and  protect  the  trust  funds,  we  recommend: 

1.  Administrative  funding  for  FY  97  at  the  full  $6,582 
billion  request  level,  including  full  funding  of  IWS/LAN 
computer  modernization.  Investment  in  the  IWS/LAN  computer 
modernization  will  save  the  agency  and  the  taxpayer  two 
dollars  for  every  dollar  invested,  while  simultaneously 
improving  customer  service. 

2.  Exemption  from  further  governmentwide  staff  reductions 
for  SSA,  which  has  already  undergone  a  drastic  "downsizing" 
during  the  1980 's  resulting  in  staffing  losses  as  great  as 
40  percent  in  field  offices. 

3.  Utilization  of  the  provision  in  the  Contract  with 
America  Advancement  Act  of  1996  to  raise  discretionary 
spending  caps  to  fund  additional  CDRs.   GAO  estimates  a 
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four  dollar  savings  for  every  one  dollar  spent  to  conduct 
CDRs.  In  addition,  case  review  is  needed  to  preserve  the 
integrity  of  the  rolls  and  to  combat  taxpayer  distrust  and 
cynicism  about  fraud  in  the  system. 

4.  Removal  of  Social  Security  administrative  expenses 
from  the  unified  budget,  so  that  necessary  expenditures 
from  our  dedicated  trust  funds  are  not  subject  to  the 
domestic  spending  caps  governing  the  outlays  from  general 
revenues. 


STATEMENT  OF  JOHNS  HOPKINS  UNIVERSITY 

We  are  pleased  to  have  the  opportunity  to  submit  a 
statement  for  the  Committee's  consideration  as  it  evaluates 
funding  priorities  for  Fiscal  Year  1997. 

Before  we  address  the  tremendous  opportunities  which  exist 
in  medical  research  we  must  recognize  the  leadership  of 
this  Committee  in  garnering  Congressional  support  for 
medical  research.  In  fact,  the  steps  which  this  Committee 
took  last  year  to  push  forward  a  targeted  appropriation  to 
ensure  funding  of  the  National  Institutes  of  Health  (NIH) 
were  unprecedented  and  the  research  community  is  indebted 
to  you.  The  decision  by  Congress  to  commit  to  a  course  and 
single  out  the  NIH  from  the  many  other  important  and 
worthwhile  programs  within  the  jurisdiction  of  your  bill 
sent  a  clear  signal  to  the  American  public  about  the  value 
of  their  tax  dollar  investment  in  medical  research. 
Further,  it  sent  a  clear  message  to  the  research  community 
that  your  leadership  in  support  of  the  NIH  was  a  high 
priority  and  that  predictability  and  stability  of  our 
research  enterprise  was  of  paramount  importance  to  the 
Congress.   Thank  you. 

We  urge  you  to  support  a  FY  1997  budget  of  $12.7  billion 
for  the  National  Institutes  of  Health,  a  6.5%  increase  over 
FY  1996.  We  are  dismayed  that  the  Administration  has 
proposed  only  an  increase  of  3.9  percent.  The  exciting 
opportunities  in  medical  research  are  greater  than  ever 
before  in  history  and  to  reduce  our  investment  now  will 
diminish  our  capacity  to  respond  to  real  and  growing 
threats  to  the  health  and  well  being  of  our  citizens,  such 
as  cancer,  heart  disease,  Alzheimer's,  and  neurological 
disorders . 

We  believe  that  a  resource  commitment  of  this  level  is  a 
wise  and  sound  investment.  The  United  States  spends  less 
than  2  percent  of  health  care  costs  on  research  to  prevent, 
detect,  treat  and  cure  the  diseases  which  plague  Americans. 
This  is  astounding  when  you  look  at  the  research  and 
development  investment  that  corporations  must  make  to  stay 
competitive  in  the  marketplace  which  in  most  industries  is 
closer  to  5  to  10  percent.  We  need  to  recommit  this 
country  to  a  course  which  will  enable  us  to  make  the 
necessary  investment  in  the  catastrophic,  chronic  and 
costly  diseases  that  know  no  social  or  economic  boundaries. 
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Only  then  will  we  be  able  to  advance  the  scientific 
frontiers  and  realize  the  full  potential  of  our  past 
medical  research  investment. 

The  return  on  the  investment  of  taxpayer  dollars  in  the  NIH 
has  been  remarkable.  About  85%  of  the  money  provided  to 
the  NIH  is  invested  in  research  institutions  across  the 
country.  Annual  contributions  of  the  NIH  are  estimated  at 
$44.6  billion  in  sales;  $17.9  billion  in  employee  incomes; 
and  726,000  jobs.  Further,  this  investment  has  served  as 
the  research  engine  stimulating  an  entire  research 
enterprise  that  enjoys  global  preeminence. 

Together,  these  industries  contribute  some  $100  billion 
annually  to  the  American  economy  supporting  over  300,000 
high-paying,  high  skilled  jobs.  While  other  U.S. 
manufacturing  industries  reduced  employment  by  8  percent  in 
the  last  decade,  research-based  U.S.  pharmaceutical 
companies  increased  employment  by  45%.  In  addition, 
medical  research  advances  contribute  an  estimated  $40 
billion  annually  to  our  economy  in  non-health  areas  from 
spin-off  discoveries  in  fiber  optics,  detergent  enzymes, 
and  freeze  drying  technologies. 

The  human  contributions  made  by  this  investment  are 
enormous.  Treatments  for  people  with  chronic  diseases  have 
stemmed  from  medical  research  and  innovation: 
antihypertensives  control  blood  pressure;  diabetics  can 
stay  healthy  by  using  insulin;  new  biotech  products  help 
thin  the  dangerously-thick  mucus  of  people  with  cystic 
fibrosis;  asthmatics  breathe  normally,  work  and  enjoy 
sports  with  the  aid  of  drugs;  epileptics  benefit  from  anti- 
seizure medications;  anti-nausea  drugs  control  the  side 
effects  of  cancer  treatment;  and  both  new  and  time-tested 
drugs  manage  depression.  People  with  life  threatening  and 
chronic  diseases  look  to  medical  research  an  innovation  for 
the  promise  and  hope  of  a  cure.  Today,  we  have  drugs  to 
cure  testicular  cancer,  childhood  leukemia,  and  Hodgkin's 
disease,  and  to  prevent  strokes  or  permanent  heart  damage 
from  heart  attacks.  Heart  surgeries  fix  hardening  of  the 
arteries  and  aneurysms,  and  new  medical  technologies  help 
premature  babies  survive  without  brain  damage,  vision  loss 
and  digestive  disorders.  Medical  research  and  innovation 
have  prevailed  to  improve  the  quality  of  life  for  millions 
of  us,  but  the  challenge  remains  to  find  answers  for 
millions  more  who  face  disease  and  disabilities. 

Unfortunately,  every  day  Americans  suffer  or  die  from 
cancer,  heart  disease,  strokes,  stomach  ulcers,  Alzheimer's 
disease,  Parkinson's  disease,  cystic  fibrosis, 
neurodegenerative  disorders  and  HIV  infection.  For 
millions  of  Americans,  time  is  running  out. 

One  important  factor  in  realizing  our  full  research 
potential  is  to  provide  state-of-the  art  research 
facilities  where  novel  and  cutting  edge  research  can  be 
fostered.  All  costs  associated  with  research- -research, 
administrative,  plant  operations  and  facilities  costs- -are 
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roal  rind  legitimate  cost.s  of  NTH-supported  research 
Continued  support  for  the  full  spectrum  of  costs  of 
research  is  vital  to  maintain  the  stability  of  medical 
research  infrastructure  and  to  enable  our  research 
enterprise  to  flourish  and  compete  in  the  global 
marketplace . 

We  are  aware  that  this  Committee  has  had  interest  in  the 
issue  of  research  costs  and  the  federal  policies  that 
govern  them.  The  administration  and  management  of  indirect 
cost  reimbursement  policies  is  regulated  government  -wide  by 
the  Office  of  Management  and  Budget  (0MB)  and  implemented 
by  the  cognizant  agencies.  This  process  has  been 
established  due  to  the  far-reaching  financial  impact  of 
alterations  in  this  policy  and  is  based  on  the  recognition 
that  arbitrary  or  temporary  actions  undermine  the  financial 
stability  of  the  country's  research  capabilities  and  are 
detrimental  to  technology  development  and  that  government- 
wide  uniform  policies  are  the  best  approach. 
Administrative  and  facilities  costs  are  expenditures  that 
have  been  made  by  the  universities  which  the  federal 
government  has  already  agreed  to  reimburse  through 
regulatory  guidelines  and  formal  agreements  entered  into 
with  universities.  Any  alteration  of  these  agreements  must 
be  given  comprehensive  consideration. 

Over  the  past  five  years,  significant  changes  have  been 
made  in  federal  policies  regarding  reimbursement  for  these 
costs.  It  has  been  estimated  that  these  changes  save  over 
$100  million  annually.  In  addition,  within  th'e  next  few 
weeks,  the  Office  of  Management  and  Budget  (0MB)  is 
expected  to  announce  changes  in  cost  accounting  standards 
and  revisions  to  A-21  Circular.  These  changes  will,  among 
other  things,  strengthen  the  focus  and  efforts  of  the 
cognizant  agencies  in  the  management  of  costs  associated 
with  the  support  of  research;  make  uniform  the  cost 
accounting  standards  for  universities;  standardize  the 
indirect  cost  reimbursement  rate  for  the  life  of  a  grant; 
eliminate  tuition  benefits  provided  through  research 
grants;  and  conform  interest  amortization  with  other 
government  policies. 

We  look  forward  to  continuing  to  work  with  this  Committee 
in  this  important  issue. 


STATEMENT  OF  THE  AMPUTEE  COALITION  OF  AMERICA 

DISTINGUISHED  CHAIRMAN,  Members  of  the  Subcommittee: 

Because  of  advances  in  medical  science  and  rehabilitation 
technology,  persons  with  limb  loss  are  now  among  the  most 
effectively  and  efficiently  mainstreamed  of  all  persons 
with  disabilities.   Increasingly  often,  persons  with  limb 
loss  are  afforded  the  ability  to  return  to  many  of  the 
recreational  and  occupational  activities  they  pursued 
prior  to  their  loss. 
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Effective  rehabilitation  outcomes,  however,  are 
contingent  upon  the  ability  to  provide  educational  and 
informational  resources  to  persons  with  limb  loss  and 
their  families  following  a  traumatic  amputation  or  the 
birth  of  a  child  with  a  congenital  limb  deficiency. 
Persons  with  access  to  information  pertaining  to 
prosthetic  rehabilitation  options,  mutual  support 
organizations  and  therapeutic  and  recreational  activities 
and  events  achieve  much  more  successful  rehabilitation 
outcomes  and  return  to  active,  healthy  and  productive 
lives  much  sooner  than  do  those  without  the  benefit  of 
such  support . 

An  increase  is  expected  in  the  number  of  amputation 
surgeries  performed  annually  from  the  current  estimate  of 
60,000  procedures.   The  National  Health  Interview  Surveys 
of  1983-1985  revealed  that  nearly  two-thirds  of  America's 
400,000  amputees  were  over  age  45.   And  as  we  approach 
the  next  millennium,  we  will  continue  to  experience  a 
shift  in  median  age  in  the  overall  population.   This 
shift,  unfortunately,  will  likely  result  in  larger 
numbers  of  persons  losing  limbs,  placing  even  greater 
demands  upon  current  methods  of  amputation-related 
information  dissemination. 

The  Amputee  Coalition  of  America  seeks  to  achieve  a 
three-tired  federal  agenda  to  help  persons  with  limb  loss 
comprising  of  Demographic  Research  which  would  include 
limb  loss  and  amputation  queries  in  upcoming  national 
health  surveys  and  studies;  Information  Dissemination  and 
Educational  Outreach  through  the  development  of  the 
National  Information  Clearinghouse  for  Persons  with  Limb 
Loss;  and  Prosthetic  Outcomes  Research  to  objectively 
determine  the  most  effective  methods  of  rehabilitation  of 
persons  who  are  missing  limbs  and  the  utility  of  specific 
prosthetic  devices. 

I.  ORGANIZATION  OVERVIEW 

The  Amputee  Coalition  of  America  (ACA)  was  established  in 
1989  with  the  philosophy  that  persons  with  limb  loss  must 
play  a  central  role  in  the  design  and  delivery  of  the 
services  and  devices  intended  to  assist  them.   Persons 
with  limb  loss  must  have  available  to  them  the  resources, 
information  and  education  needed  to  make  informed  choices 
to  attain  the  best  possible  rehabilitation  outcomes  to 
ultimately  return  to  productive,  self -directed  lives. 

The  Amputee  Coalition,  headquartered  in  Knoxville, 
Tennessee,  is  an  equal  opportunity  organization  that 
administers  its  educational  and  support  services  as  a  501 
(c) (3)  charitable  educational  corporation.   The  Amputee 
Coalition  of  America  is  comprised  of  representatives  from 
over  100  local  and  regional  amputee  support  groups  and 
represents  an  estimated  400,000  individuals  with  limb 
loss  nationwide. 

II.  LIMB  LOSS  DEMOGRAPHIC  RESEARCH 

One  of  the  major  obstacles  impeding  further  progress  in 
improving  outcomes  for  persons  with  limb  loss  is  the  lack 
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of  sound  epidemiological  st-.udies  and  demographic  data. 
The  Amputee  Coalition  of  America  seeks  to  include  limb 
loss-specific  information  as  a  priority  in  upcoming 
nationwide  health  surveys. 

Census  Bureau  findings  estimate  the  total  number  of 
persons  with  disabilities  in  America  to  be  49  million. 
This  statistic  is  based  on  the  department's  definition  of 
disability  as  having  difficulty  in  performing  one  or  more 
functional  or  daily  living  activities,  or  one  or  more 
socially  defined  roles  or  tasks. 

Information  on  the  number  of  persons  who  are  missing 
limbs,  however,  is  highly  unreliable.  In  the  Census 
Bureau's  Survey  of  Income  and  Program  Participation, 
roughly  2  million  respondents  indicated  a  deformity  or 
loss  of  a  hand,  foot,  leg  or  arm  was  the  cause  of  their 
disability.  This  contrasts  with  the  findings  of  the 
National  Health  Interview  Surveys  of  1983-1985  which 
reported  350,000  persons  with  major  limb  amputations. 

Central  to  the  epidemiological  study  and  demographic 
research  of  amputation  will  be  the  development  of  sound 
methodology.   The  Amputee  Coalition  seeks  to  partner  with 
a  federal  agency  in  the  development  of  a  national  study 
to  determine  both  the  numbers  of  persons  with  limb  loss 
by  anatomic  description,  cause,  use  of  adaptive  and 
prosthetic  devices,  and  additional  demographic 
information  useful  in  understanding  segment  of  the 
disability  population. 

III.  NATIONAL  INFORMATION  CENTER  FOR  PERSONS 

WITH  LIMB  LOSS 
Believing  strongly  that  those  persons  who  have  access  to 
information  and  resources  following  the  loss  of  a  limb 
experience  the  best  outcomes,  the  Amputee  Coalition  of 
America  seeks  to  establish  a  national  clearinghouse  of 
self-help  rehabilitation  and  educational  materials  and 
information  for  amputees.   No  such  comprehensive  resource 
currently  exists  in  the  United  States. 

In  developing  the  National  Clearinghouse,  the  ACA  would 
meet  a  need  especially  prevalent  among  persons  with  limb 
loss  --  the  inability  to  locate  and  obtain  information 
relating  to  their  particular  situation,  care  and 
rehabilitation.   In  a  recent  survey  conducted  by  the 
Harris  polling  organization  for  the  International  Center 
for  the  Disabled,  it  was  determined  that  most  persons 
with  disabilities  are  not  familiar  with  many  of  the 
services  available  to  them.   Fifty-three  percent  of  the 
respondents  expressed  difficulty  in  obtaining  disability- 
related  information,  and  only  44%  consider  themselves  to 
be  familiar  with  this  type  of  information. 

This  problem  is  especially  prevalent  among  persons 
missing  limbs.   The  ACA  believes  the  actual  number  of 
persons  with  limb  loss  benefitting  from  informational 
materials  and  resources  are  in  fact  much  less  than  the 
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overall  totals  reflected  in  the  International  Center  for 
the  Disabled  findings. 

The  addition  of  a  nationwide  information  line  will  enable 
the  ACA  to  widely  disseminate  resources  it  has  developed 
and/or  collected  to  those  persons  with  limb  loss,  their 
families  or  medical  professionals  responsible  for  their 
care.   Staffed  by  trained  amputation  rehabilitation 
information  specialists,  the  Clearinghouse  will  enable 
the  ACA  not  only  to  disseminate  information,  but  to 
provide  information  regarding  medical  centers,  prosthetic 
facilities  and  rehabilitation  centers,  while  also 
providing  answers  to  commonly  asked  questions  pertaining 
to  amputation  rehabilitation. 

There  is  also  a  tremendous  need  to  upgrade  many  of  the 
informational  tools  and  materials  utilized  in  educating 
persons  and  health  care  providers  on  the  subject  of 
amputation.   Additionally,  public  awareness  and  education 
must  be  performed  in  order  to  make  known  the  availability 
of  the  Clearinghouse  and  to  promote  it  as  a  resource  for 
those  health  care  professionals  who  are  involved  in  the 
rehabilitation  of  persons  with  limb  loss. 

IV.   PROSTHETIC  OUTCOMES  RESEARCH 

While  medical  technology  has  enabled  persons  with  limb 
loss  to  return  to  active,  productive  lives  through  the 
use  of  modern  prosthetic  care,  successful  rehabilitation 
outcomes  are  a  direct  result  of  gaining  access  to 
appropriate  care.   Virtually  no  objective,  scientifically 
valid  information  exists  to  define  the  role  which  various 
prosthetic  techniques,  components  and  devices  play  in 
successful  rehabilitation.   And  with  managed  care 
organizations  and  the  movement  to  rein- in  health  care 
costs,  a  struggle  emerges  pitting  today's  modern 
technologies  against  lower-cost  alternatives  which  may  or 
may  not  be  appropriate. 

Consider  for  example  an  athlete  who  loses  both  of  his 
legs  between  the  knee  and  ankle.   Because  of  modern 
prosthetic  technology,  he  is  able  to  return  to 
competitive  athletics  at  astounding  levels  of 
achievement.   Times  less  than  two  seconds  off  Carl  Lewis' 
world  record  pace  for  the  100  meter  dash  have  been 
achieved  by  persons  with  such  limb  loss.   But  is  this 
technology  the  appropriate  level  of  care  for  a  68  year 
old  diabetic  patient  with  no  interest  in  athletic 
competition? 

The  answer  to  this  question  and  others  like  it  demand 
focused  outcomes  research.   Outcomes  studies  are  needed 
because  advances  in  prosthetic  technology  have  not  been 
accompanied  by  evaluations  to  measure  both  their 
effectiveness  and  their  appropriateness.   The  lack  of 
outcomes  information  impedes  understanding  of  the  role  of 
modern  technologies  and  their  appropriate  application  in 
rehabilitation. 
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The  Amputee  Coalition  proposes  to  develop  a  partnership 
with  recognized  academic  rehabilitation  centers  and  enter 
into  a  research  program  to  achieve  the  following- - 

prioritize  the  areas  of  prosthetic  technology 
most  in  need  of  study; 

establish  scientifically  valid,  objective  study 
mechanisms  of  those  technologies; 

perform  the  needed  evaluations  of  the 
technologies; 

assess  the  data  thus  derived  and  suggest 
standards  of  utilization  for  the  devices  and 
techniques  which  have  been  studied; 

distribute  the  information  and  encourage  its 
use  in  clinical  care. 

The  Amputee  Coalition,  through  this  outcomes  research, 
will  develop  effective  guidelines  for  prosthetic  care 
that  will  benefit  all  involved  in  the  treatment  of 
persons  with  limb  loss.   It  will  benefit  third  party 
payers  by  providing  evidence  of  appropriateness  to 
justify  health  care  expenditures.   Medical  providers  will 
benefit  in  the  clinical  setting  by  having  access  to  the 
data  the  outcomes  will  generate.   And  most  importantly, 
persons  with  limb  loss  will  benefit  by  gaining' access  to 
higher  quality  and  more  appropriate  prosthetic 
technologies  by  means  of  the  justification  the  outcomes 
research  will  offer. 

V.    REQUEST 

While  each  of  the  above  described  areas  of  interest  are 
desperately  needed,  we  are  focusing  on  the  creation  of 
the  National  Information  Center  for  Persons  with  Limb 
Loss  through  the  Centers  for  Disease  Control  and 
Prevention.   $1,500,000  in  Agency  support  would  do  much 
to  improve  the  rehabilitation  of  persons  following 
amputation,  resulting  in  improved  functionality  and 
greater  productivity  among  this  traditionally  underserved 
segment  of  the  American  disability  population. 


STATEMENT  OF  THE  SOCIETY  OF  TOXICOLOGY 

The  Society  of  Toxicology  (SOT)  is  pleased  to  have  this 
opportunity  to  submit  written  testimony  in  support  of  fiscal  year  1997 
funding  for  the  National  Institutes  of  Health  (NIH),  and  specifically  for 
the  National  Institute  of  Environmental  Health  Sciences  (NIEHS). 

The  Society  of  Toxicology  is  a  professional  organization  that 
brings  together  toxicologists  in  academia,  industry,  and  government. 
We   work   closely    with   the   National    Institutes   of  Health   (NIH), 
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particularly  with  the  National  Institute  of  Environmental  Health  Sciences 
(NIEHS). 

SOT  would  like  to  thank  the  Committee  for  its  support  of  NIH  in 
FY  1996.  Congress'  actions  not  only  provided  an  increased  level  of 
funding  to  the  premier  research  institute  in  the  world,  but  they  also 
brought  much  needed  attention  to  the  "investment"  side  of  biomedical 
research.  In  the  days  and  weeks  following  Congress'  actions  in  January, 
many  op-eds  were  written  all  over  the  country  highlighting  the  human 
side  of  biomedical  research  and  also  highlighting  the  economic  side  of 
biomedical  research.  SOT  is  hopeful  that,  in  the  long  run,  this  attention 
and  recognition  of  the  contributions  of  research  will  boost  Congressional 
and  public  support  for  NIH  in  the  coming  years  as  we  face  even  tougher 
budgetary  challenges. 

Established  in  1966,  the  mission  of  the  National  Institute  of 
Environmental  Health  Sciences  is  to  determine  how  environmental 
exposures  affect  human  health,  how  individuals  differ  in  their 
susceptibility  to  these  effects,  and  how  these  susceptibilities  change  over 
time  as  individuals  age.  NIEHS  is  charged  with  producing  the  basic 
science  necessary  to  make  those  determinations. 

It  is  crucial  that  we  develop  an  understanding  of  the  mechanisms 
that  underlie  environmentally-induced  disease.  The  Society  of 
Toxicology  strongly  supports  the  efforts  of  the  NIEHS  in  developing  this 
understanding,  both  through  its  intramural  basic  research  program  and 
through  its  funding  of  investigator-initiated  research  grants.  It  is 
imperative  that  we  understand  the  relationships  between  exposure  and 
disease,  including  similarities  and  differences  between  high  exposures 
used  to  identify  "potential"  toxicity  or  carcinogenicity  and  those 
encountered  by  society. 

NIEHS  is  the  home  of  the  National  Toxicology  Program  (NTP), 
which  was  established  to  provide  information  to  health,  regulatory  and 
research  agencies,  and  the  general  public  about  potentially  toxic 
chemicals,  as  well  as  to  strengthen  the  science  base  of  toxicology.  In 
recent  years,  the  NTP  has  made  great  strides  toward  incorporating  more 
information  on  dose-response  relationships  and  mechanisms  that  are  so 
critical  for  improved  risk  assessment. 

Strengthening  the  science  base  of  risk  assessment  decisions  has 
been  the  crux  of  risk  assessment  legislation  in  the  104th  Congress.  Risk 
assessment  is  the  cornerstone  of  environmental  decision  making.  Sound 
science  should  be  the  foundation  for  risk  assessment.    In  toxicology, 
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where  human  health  is  at  stake,  a  sound  research  base  is  essential  in 
guiding  public  policy,  improving  public  health,  and  effectively 
addressing  environmentally-related  diseases. 

As  Congress  stands  poised  to  amend  current  risk  assessment 
regulations,  the  lack  of  sound  data  in  many  instances  will  make  any 
assessment  grossly  unreliable.  NIEHS  Director,  Dr.  Ken  Olden,  has 
stated  that  "policy  decisions  will  only  be  as  good  as  the  scientific 
foundation  upon  which  they  rest." 

Human  health  aside,  risk  assessment  founded  on  a  sound  research 
base  is  also  cost-effective.  Environmental  health  hazards,  once 
identified,  can  be  controlled  and  even  avoided,  and  regulation  for  those 
substances  that  are  not  harmful  can  be  reduced. 

The  NIEHS  plays  a  crucial  role  in  developing  better  ways  of 
dealing  with  Superfund  issues  through  its  cooperative  role  with  the 
Environmental  Protection  Agency  in  directing  the  Superfund  Basic 
Research  Program.  This  is  the  only  university-based  research  program 
that  brings  together  biomedical  and  engineering  scientists  to  provide  the 
science  base  needed  for  making  accurate  assessments  of  human  health 
risks  and  developing  cost-effective  cleanup  technologies. 

In  addition,  the  contribution  biomedical  research  and 
environmental  health  research  make,  not  only  to  saving  money,  but  to 
strengthening  the  economy  are  overwhelming.  For  example,  because  of 
this  nation's  investment  in  basic  biomedical  research,  our  biotechnology 
industry  has  increased  its  sales  last  year  by  18  percent  to  $9.3  billion 
and  provided  108,000  high-tech  jobs  for  American  workers. 

Despite  our  progress,  it  is  clear  that  much  additional  research  on 
the  effects  of  the  environment  on  human  health  is  still  needed.  In  FY 
1995,  NIEHS  was  able  to  fund  only  17  percent  of  the  approved  peer- 
reviewed  grant  applications.  Scientists  are  still  discovering  toxic 
properties  of  chemicals  we  have  been  living  with  for  years. 
Understandably,  the  concern  of  the  American  public  and  of  the  Congress 
about  environmental  health  hazards  has  risen.  Moreover,  these  concerns 
disproportionately  affect  children  and  the  economically  disadvantaged. 

The  President's  Budget  Request  for  FY  1997  recommended  a  3.9 
percent  increase  in  funding  for  the  NIH.  However,  the  Administration 
proposes  that  approximately  two-thirds  of  that  increase  be  used  for 
construction  of  a  new  NIH  Clinical  Research  Center,  leaving  NIH 
overall  with  slightly  more  than  a  1.6  percent  increase  and  NIEHS  with 
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a  2.16  percent  increase  for  FY  1997.  This  request  actually  represents 
a  significant  cut  in  light  of  the  fact  that  the  projected  biomedical  inflation 
rate  could  be  as  high  as  3.7  percent  for  FY  1997. 

The  Society  of  Toxicology  requests  a  6.5  percent  increase  in 
funding  for  both  the  NIH  and  the  NIEHS.  This  request  coincides  with 
that  of  the  Ad  Hoc  Group  for  Medical  Research  Funding  and  the 
Federation  of  American  Societies  for  Experimental  Biology,  as  well  as 
the  professional  judgement  budget  of  the  NIH.  This  increase  would 
allow  NIH  and  NIEHS  to  keep  pace  with  inflation  and  allow  our  nation 
to  take  advantage  of  the  many  research  opportunities  facing  our  nation's 
scientists. 

SOT  thanks  the  Committee  for  its  past  support  of  biomedical 
research  and  for  providing  SOT  the  opportunity  to  submit  this  testimony. 

STATEMENT  OF  ARDYS  DUNN,  R.N.,  ON  BEHALF  OF  THE  NA- 
TIONAL ASSOCIATION  OF  PEDIATRIC  NURSE  ASSOCIATES  & 
PRACTITIONERS,  INC. 

The  National  Association  of  Pediatric  Nurse  Associates  and  Practitioners 
(N  APN  AP)  is  grateful  for  the  opportunity  to  submit  testimony  on  the  issue  of  health- 
related  appropriations.  We  deeply  appreciate  the  committee's  past  support  for  nursing 
education,  nursing  research  and  children's  health  programs. 

NAPNAP  represents  over  5,100  nurse  practitioners  dedicated  to  pediatric  care. 
We  are  a  growing  field  of  efficient,  qualified  primary  care  providers,  with  a  special 
commitment  to  enhancing  health  care  for  infants,  children  and  adolescents.  We  are 
appealing  to  the  committee  for  continued  federal  funding  for  nurse  practitioner 
education,  nursing  research,  and  children's  health  programs. 

Nurse  Practitioner  Education 

As  the  committee  knows,  the  need  for  primary  care  providers  continues  to 
exist  and  increase  in  the  United  States.  The  private  sector  shift  toward  managed  care 
has  increased  the  emphasis  on  primary  care  and  placed  a  greater  demand  for  and  on 
primary  care  providers. 

At  the  same  time,  geographic  distribution  of  health  professionals  continues  to 
create  an  access  problem  for  underserved  areas.  The  Health  Resources  and  Services 
Administration  reports  that  two-thirds  of  the  nation's  3,000  counties  have  shortages 
of  health  professionals.  These  positions  in  underserved  areas  are  traditionally  hard 
to  fill  with  physicians. 

Nurse  practitioners  (NPs)  are  uniquely  qualified  to  help  answer  the  demand 
for  primary  care  providers.  NPs  serve  many  health  care  needs  throughout  the 
country,  particularly  in  rural  and  underserved  areas.  They  provide  quality  health  care 
services  at  a  level  equal  to  or  better  than  physicians,  and  are  less  costly  to  educate. 
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Given  this  situation,  investment  in  the  education  of  heahh  care  professionals 
like  NPs  who  are  willing  and  qualified  to  provide  primary  care  in  underserved  areas 
is  a  prudent  and  worthwhile  federal  initiative.  Funding  nurse  practitioner  education 
programs  is  an  investment  in  primary  and  preventive  care  for  service  in  parts  of  the 
country  where  the  need  is  the  greatest.  It  is  a  needed  investment,  with  a  sizable 
return. 

Pediatric  nurse  practitioners  (PNPs)  are  specially  trained  to  provide  health  care 
services  for  children  from  birth  to  age  21.  Low  birth  weight  babies,  immunization 
problems,  school  screening  programs,  substance  abuse  and  the  feeding  of  children  are 
but  a  few  examples  of  problems  PNPs  can  help  resolve.  Without  increased  funding 
support  for  nurse  practitioner  education,  the  number  of  pediatric  nurse  practitioners 
(PNPs)  could  decline  at  a  time  when  child  health  care  needs  are  increasing. 

The  recently  enacted  federal  spending  bill  for  FY96  contains  approximately 
$15.5  million  for  nurse  practitioner  and  nurse  midwife  education  programs  through 
the  Nurse  Education  Act,  Title  VIII  of  the  Public  Health  Service  Act.  This  is  slightly 
down  from  the  FY95  levels.  However,  we  appreciate  the  efforts  of  conferees  in 
recognizing  the  critical  need  for  health  profession  education  funding,  and  we  hope 
that  this  recognition  will  lead  to  further  support  for  a  federal  role  in  nurse  practitioner 
education. 

Nurse  practitioner  and  nurse-midwife  programs  are  funded  through  a 
combination  of  student  tuition,  institutional  support,  funding  from  a  few  state 
governments  and  funding  received  from  the  federal  government  through  Title  VIII. 
While  the  federal  government  funds  physician  training  in  hospitals  and  academic 
health  centers  through  Medicare  reimbursement,  nurse  practitioner  training  programs 
in  ambulatory  settings,  health  clinics  and  outpatient  clinics  rely  on  the  Title  VIII 
system  for  federal  grants.  This  system  awarded  only  65  grants  to  NP  and  nurse- 
midwife  programs  last  year.  As  a  result,  nurse  practitioner  programs  are  struggling 
to  find  a  way  to  pay  their  faculty. 

Legislation  approved  by  the  Senate  Labor  and  Human  Resources  Committee, 
S.  555,  would  restructure  the  Nurse  Education  Act  to  provide  for  consolidation  of 
health  professional  education  programs.  The  Clinton  Administration's  budget 
proposes  similar  restructuring  of  nurse  education  authorities  to  provide  for  a 
comprehensive  yet  flexible  nursing  workforce  development.  Both  proposals  place  an 
emphasis  on  primary  care.  The  Senate  legislation  authorizes  approximately  $62 
million  for  the  nursing  education  "cluster,"  while  the  Clinton  budget  proposes  $70 
million.  Both  figures  would  translate  to  an  increase  in  federal  support  for  nurse 
practitioner  education  programs  over  FY96  amounts. 

NAPNAP  supports  the  need  to  streamline  program  costs  and  downsize  full- 
time  equivalent  employees  during  this  time  of  fiscal  constraint.  However, 
consolidation  should  not  occur  at  the  expense  of  proven,  established  nursing 
programs.  We  have  always  advocated  the  tying  of  funding  and  legislative  proposals 
to  the  needs  of  the  marketplace,  and  we  were  pleased  to  see  an  emphasis  placed  on 
primary  care  in  the  consolidation  proposals. 

We  believe  an  increase  in  funding  for  nurse  practitioner  education  is  essential 
to  meet  the  primary  care  needs  of  tomorrow's  health  care  delivery  system.  We  hope 


you  will  agree  that  investing  in  cost-effective  primary  health  care  providers  like  nurse 
practitioners  is  more  important  now  than  ever  before.  We  urge  your  strong  support 
for  continued  funding  for  nurse  education  programs. 

We  hope  the  committee  will  support  the  Clinton  budget  request  of  $70  million 
for  the  nursing  workforce  development  cluster.  In  the  absence  of  reauthorizing 
legislation  which  would  consolidate  nursing  education,  we  recommend  the  committee 
fund  primary  care  nurse  practitioner  education  through  a  nurse  practitioner/nurse- 
midwife  appropriation  of  at  least  $18  million. 

National  Institute  of  Nursing  Research  (NINR) 

The  National  Institute  of  Nursing  Research  (NINR)  is  a  critical  part  of  the 
biomedical  and  behavioral  research  of  the  National  Institutes  of  Health  (NIH).  The 
NINR  works  in  collaboration  with  research  efforts  at  almost  every  institute  at  the 
NIH,  but  brings  the  unique  influence  of  the  nursing  perspective  and  its  impact  on 
improving  quality  of  life.  Nurses  are  traditionally  trained  to  respond  to  the  patient's 
needs  and  to  care  for  the  patient  as  a  person,  not  just  to  treat  a  specific  ailment.  This 
wholistic  approach  to  patient  care  translates  to  nursing  research,  and  is  beneficial  to 
improving  quality  of  life  and  patient  outcomes  in  addition  to  patient  health  care  in 
a  way  not  approached  by  any  other  research  institute. 

NAPNAP  is  particluarly  supportive  of  the  NINR's  research  in  the  area  of 
prevention.  Prevention  represents  our  best  opportunity  to  reduce  the  increasing 
economic  resources  spent  to  treat  preventable  illness  and  functional  impairments.  The 
promotion  of  health  through  behavior  changes  will  keep  America's  children  healthier 
and  enable  financial  and  social  resources  to  be  used  more  wisely. 

The  NINR  targets  vulnerable  populations  including  minorities,  children  and 
adolescents,  and  works  to  develop  health  education  for  them.  Research  opportunities 
continue  to  explore  when  and  how  to  intervene  early  in  a  child's  life  to  prevent 
unhealthy  habits  from  starting.  The  NINR  is  also  working  to  develop  and  test 
strategies  to  reach  populations  at  risk  for  contracting  and  spreading  infectious  diseases 
such  as  AIDS.  We  believe  that  this  kind  of  research  enhances  the  prevention  of 
disease  and  disability  and  represents  an  investment  in  the  health  of  our  nation's 
children. 

NAPNAP  supports  an  increase  in  the  appropriation  for  the  NINR  in  FY97. 
The  NINR  budget  justification  calls  for  $51  million,  a  slight  increase  of 
approximately  $1  million  over  FY96.  We  believe  this  increase  is  vital  for  the  NINR 
to  continue  its  promising  research  in  nursing  and  prevention. 


Children's  Health  Programs 

Finally,  NAPNAP  strongly  supports  increased  funding  for  children's  health 
programs.  While  it  is  far  too  complex  to  list  every  program  which  benefits  children, 
NAPNAP  would  like  to  emphasize  the  Maternal  and  Child  Health  Block  Grant, 
immunizations,  and  Ryan  White  CARE  Act  funding  for  treatment  of  HIV  and  AIDS. 
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The  Maternal  and  Child  Health  Block  Grant  makes  a  major  difference  in  the 
lives  of  families  across  America,  and  especially  helps  families  with  low  incomes  for 
whom  access  to  comprehensive  health  care  is  difficult.  Prenatal  care  for  pregnant 
women,  well-baby  care  including  immunizations,  promotion  of  healthy  growth  and 
development  in  children  are  all  important  base  components  for  preventing  disease  and 
disability.  Ryan  Wliite  funding  continues  to  improve  the  care  and  treatment  of 
children  with  HIV  and  reduce  the  chance  of  perinatal  HIV  transmission. 

These  programs  are  not  the  only  federal  sources  of  health  care  support  for 
children,  and  we  urge  the  committee  to  not  only  support  these  programs  but  also  to 
support  investment  in  children's  health  as  a  whole.  Investment  in  these  programs  is 
an  investment  in  our  country's  greatest  natural  resource,  our  children.  It  is  a  sound 
investment  in  the  future  of  our  country,  and  an  efficient  way  to  save  later  treatment 
costs. 

For  these  reasons,  we  hope  the  committee  will  continue  to  support  increased 
funding  for  children's  health,  and  will  help  to  ensure  protections  for  children  in 
legislation  that  is  considered  and  passed  by  the  Congress. 


Thank  you  for  the  opportunity  to  provide  testimony  to  the  committee.  We  are 
mindful  that  this  is  a  year  of  increased  pressure  to  cut  programs,  and  we  respect  your 
efforts  to  balance  the  federal  budget.  We  believe  that  our  requests  are  sound  and 
clearly  needed  investments  where  the  return  on  the  federal  dollar  will  be  the  greatest. 
As  we  continue  to  provide  cost-effective,  top  quality  health  care,  to  our  nation's 
children,  we  urge  you  to  place  a  priority  on  investment  in  nurse  practitioner 
education,  nursing  research  and  children's  health  as  you  craft  the  budgets  of  the 
future. 


STATEMENT  OF  BLANCHE  W.  WINE,  NATIONAL  PSORIASIS 
FOUNDATION  VOLUNTEER  ADVOCATE 

Mr.  Chairman  and  Members  of  the  Appropriations  Committee: 

My  name  is  Blanche  Wine.  I  am  writing  as  a  volunteer  advocate  for  my 
daughter  and  the  5,000,000  American  children  and  adults  who  are  battling  psoriasis  - 
a  chronic,  debilitating  skin  disease  To  date,  these  millions  of  psoriasis  victims  face  a 
lifetime  combating  this  disease,  unless  a  cure  or  more  effective  treatments  are  found, 
unless  funding  is  provided. 

For  too  long,  the  disease  of  psoriasis  has  been  trivialized  by  that  well- 
known  commercial  that  asks  "Do  you  suffer  from  the  heartbreak  of  psoriasis?"  How 
many  of  us  grew  up  believing  that  if  you  have  psoriasis  you  can  simply  use  an  over-the- 
counter  shampoo  and  those  unsightly  flakes  will  go  away?  (If  that  were  true,  psoriasis 
victims  would  not  be  spending  $1.6  billion  annually  on  treatment.) 

As  a  parent  of  a  child  suffering  from  psoriasis,  I  can  offer  you  an  intimate 
view  of  the  pain,  the  frustration  of  enduring  many  ineffective  treatments,  the  sense  of 
hopelessness,  and,  too  often,  the  emotional  scarring  that  psoriasis  sufferers  experience 
for  most  of  their  lives. 
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I  vividly  recall  an  incident  that  occurred  twelve  years  ago  when  our 
daughter,  Lara,  was  eight  years  old.  She  had  just  been  diagnosed  as  having  guttate 
psoriasis  that  covered  60%  of  her  body.  Lara  came  home  sobbing  uncontrollably 
because  she  had  been  humiliated  and  booted  out  of  her  best  friend's  home  by  a  real 
estate  agent  who  was  showing  the  house  to  a  prospective  buyer.  "I  tried  to  tell  them  it 
was  psoriasis,"  Lara  recounted  in  between  sobs,  "but  the  man  there  said  I  looked 
contagious.  The  lady  yelled  at  me  to  go  home."  The  agent  and  buyer  had  taken  one 
horrified  look  at  the  ugly  red,  scaling  patches  of  psoriasis  on  Lara's  arms  and  legs  and 
assumed  that  she  had  a  disgustingly  contagious  disease.  There  were  times  when  she 
was  asked  to  leave  the  swimming  pool.  Many  other  psoriatics  have  voiced  similar 
incidents:  loss  of  jobs,  being  placed  in  positions  where  no  one  will  "see"  them,  and 
strangers,  as  well  as  friends,  "keeping  their  distance."  Of  all  the  various  types  of 
psoriasis,  none  are  contagious. 

I  think  about  my  naivete  in  those  early  years.  These  incidents  were 
among  many  Lara  was  to  experience  throughout  the  years.  The  comments  and  the  stares 
of  people  became  secondary  to  the  real  trauma  she  would  suffer  spending  countless 
hours  soaking  in  tar  baths,  many  more  applying  various  topical  steroid  creams,  even 
more  hours  painstakingly  applying  a  medicated  oil  to  her  scalp,  and  still  hundreds  of 
additional  hours  in  light  therapy  treatments.  All  this  occurred  before  she  reached  her 
twelfth  birthday.  The  majority  of  these  treatments  were  unsuccessftil  in  control- 
ling/clearing the  psoriatic  patches  on  my  daughter's  skin.  This  "trial  and  failure" 
treatment  scenario,  is  a  familiar  one  for  most  people  afflicted  with  psoriasis. 

The  facts  are  that  psoriasis  is  chronic  and  often  unrelenting,  the  incidence 
of  severity  throughout  one's  life  is  unpredictable,  and  some  treatments  are  successful  for 
relatively  short  periods  of  time  for  some  people.  (One  effective  treatment  for  a 
significant  number  of  psoriasis  victims  is  exposure  to  summer  sunlight.  Ironically,  one 
study  reported  that  72%  of  the  psoriasis  patients  surveyed  avoided  swimming  and 
shunned  sunbathing  to  avoid  showing  their  disfigured  skin.) 

Through  our  affiliation  with  the  National  Psoriasis  Foundation,  we 
learned  that  our  family's  experience  with  psoriasis  has  not  been  as  physically  and 
emotionally  debilitating  as  that  of  hundreds  of  thousands  of  other  victims.  To  date,  my 
daughter  has  never  been  hospitalized  as  have  so  many  others.  She  has  not  developed 
psoriatic  arthritis.  We  have  been  fortunate  to  live  in  the  Washington,  D.C.  area  where 
we  eventually  found  caring  and  knowledgeable  treatment.  We  are  indeed  grateful  that 
we,  along  with  our  health  insurance,  have  been  able  to  bear  the  enormous  cost  of  the 
medications,  doctors'  fees,  and  treatments.  Yet,  far  too  many  psoriasis  patients  are  not 
so  fortunate  in  being  able  to  find  or  afford  treatment  which  might  give  them  some 
degree  of  relief  Insurance  reimbursement  for  treatments,  in  recent  years,  has  become 
far  more  difficult  for  many  people  to  attain. 

Recent  research  has  identified  several  of  the  genetic  components  of  this 
inherited  condition.  Scientists  have  even  identified  parts  of  the  mechanism(s)  that  occur 
when  a  person  develops  psoriatic  lesions.  The  breakthroughs  in  psoriasis  research,  in 
just  the  past  few  years,  have  been  astounding!  We  are  on  the  verge  of  finding  effective 
treatments  and  possibly  a  cure. 

For  those  of  us  whose  lives  have  been  so  dramatically  altered,  there  is 
a  great  deal  of  hope  for  the  future.  The  excellent  research  efforts  of  NIH  and  NIAMS 
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have  shown  us  that  efTective  treatment  and  a  cure  for  psoriasis  is  within  our  reach.  In 
the  few  short  years  since  it  was  founded,  NIAMS  has  done  much  to  improve  the 
treatment  of  psoriasis  and  the  many  other  diseases  for  which  it  is  responsible.  We  have 
all  been  amazed  in  recent  months  by  the  significant  advances  and  discoveries  in  the  area 
of  genetic  research.  The  technology  is  poised  to  further  these  advances,  but  it  requires 
a  constant  source  of  funding.  The  requested  funding  is  needed  to  permit  NIAMS  to 
further  its  research  and  adequately  disseminate  its  findings  to  health  care  providers 
throughout  the  Nation. 

We  know  that  a  modest  investment  in  NIAMS  now  will  pay  enormous 
personal,  public  health  and  other  economic  benefits  down  the  road.  Improvements  in 
treatment  or  a  cure  for  psoriasis  offer  the  potential  to  reduce  greatly  the  $1.6  billion 
spent  annually  on  psoriasis. 

Such  improvements  will  not  only  benefit  the  over  5,000,000  American 
children  and  adults  now  suffering  with  this  chronic  disease  but  will  also  help  the 
150,000  new  cases  diagnosed  annually.  The  economic  savings  would  be  especially 
large  because  most  new  cases  affect  young  Americans,  those  in  their  twenties  or 
younger.  Of  these  new  cases,  over  10,000  each  year  are  in  children  under  the  age  often. 
The  savings  to  both  the  public  and  the  government  include  reduced  treatment  costs, 
reduced  Social  Security  and  other  disability  claims  and  reduced  lost  work  days. 

We  urge  you  to  approve  an  increase  of  6.5%  to  $258  million  for  NIAMS 
for  FY  97.  This  budget  would  effectively  enable  NIAMS  to  support  more  meritorious 
research  grants  (30%  success  rate),  provide  more  research  training  and  career 
development  for  future  investigators,  conduct  urgently  needed  new  clinical  trials  and 
expand  the  intramural  research  programs  currently  underway.  As  an  Institute,  NIAMS 
well  deserves  to  be  funded  at  the  same  level  as  the  other  important  Institutes  of  the  NIH. 
This  increase  will  have  significant  health  and  socioeconomic  benefits  for  the  millions 
of  Americans  who  are  affected  by  diseases,  like  psoriasis,  under  the  purview  of  NIAMS. 
In  closing,  I  would  like  to  thank  the  Committee  members  on  behalf  of  the  NIH  and  the 
5,000,000  American  children  and  adults  who  are  victims  of  psoriasis. 


STATEMENT  OF  JEFFREY  N.  KUSHNER,  ASSISTANT  DIRECTOR, 
OREGON  DEPARTMENT  OF  HUMAN  RESOURCES 

Thank  you  for  your  invitation  to  submit  written  testimony  to  your 
committee  I  believe  you  will  find  it  of  significant  interest  in  your  efforts  to 
contain  costs  resulting  from  alcohol  and  other  drug  abuse  problems. 

The  information  in  this  testimony  is  from  a  study  entitled,  "Societal 
Outcomes  and  Cost  Savings  of  Drug  and  Alcohol  Treatment  in  the  State  of 
Oregon."  This  is  a  benchmark  study:  the  time  span  for  follow  up-three 
years—is  longer  than  similar  studies,  and  the  data  used  is  from  existing 
databases,  not  from  client  self  report.  Using  this  data,  the  study  calculates 
significant  dollar  savings  for  society;  every  dollar  spent  on  treatment  equals 
$5.60  in  avoided  costs— and  this  is  a  very  conservative  number. 
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I  hope  you  will  consider  these  outcomes  in  your  critical  deliberations  for 
FY  1997  appropriations.  Should  you  or  committee  members  have  follow- 
up  questions,  please  contact  me  at  (503)  945-5763  in  Salem,  Oregon. 
Thank  you. 

Societal  Outcomes  and  Cost  Savings 
of  Drug  and  Alcohol  Treatment  in  the  State  of  Oregon 

•  This  study  was  designed  to  overcome  some  of  the  methodological  limitations  of 
past  studies  of  the  benefits  and  costs  of  drug  and/or  alcohol  treatment.  To  this  end 
the  research  design  has  been  created  with  the  following  characteristics: 

A  representative  sample  of  treatment  completers  with  a  matched  comparison 
group  of  clients  who  received  little  or  no  treatment 

Use  of  existing  state  agency  databases  rather  than  self-report  data  for 
maximum  objectivity. 

Adequate  study  period  of  two  years  prior  and  three  years  subsequent  to 
treatment  completion 

•  With  no  statistically  significant  differences  in  arrest  and  conviction  histories  prior 
to  treatment,  treatment  completers  had  significantly  fewer  arrests  and  convictions 
in  the  three-year  period  following  treatment.  For  example,  outpatient  treatment 
completers  were  arrested  at  a  rate  45%  lower  than  the  matched  group  during  the 
three  year-period  subsequent  to  treatment. 

•  Treatment  completion  is  associated  with  substantially  fewer  incarcerations  in  the 
state  prison  system  and  with  fewer  days  of  incarceration.  For  example,  residential 
treatment  completers  were  incarcerated  at  a  rate  of  70%  lower  than  the  matched 
group 

•  In  the  period  subsequent  to  treatment,  treatment  completers  received  65%  higher 
wages  than  those  who  didn't  complete  treatment.  This  difference  is  due  to 
improvement  in  earning  power  and  in  number  of  weeks  worked. 

•  The  use  of  food  stamps  was  reduced  significantly  for  clients  who  completed 
treatment  compared  with  those  who  were  non-completers    Completers  had  only 
one-third  the  use  of  food  stamps  experienced  by  the  early-leaver  comparison  group. 

•  For  clients  who  completed  treatment,  open  child  welfare  cases  decreased  by  50% 
subsequent  to  treatment. 

•  Medical  expenses  were  substantially  lower  for  those  who  completed  treatment 
compared  with  the  control  group    For  example,  early-leavers  showed  a  dramatic 
increase  in  the  use  of  hospital  emergency  rooms  during  the  period  following 
treatment  compared  with  the  treatment  group 

•  The  1 99 1  -92  cohort  of  treatment  completers  produced  cost  savings  of  $83,1 47, 1 87 
for  the  two  and  a  half  years  following  treatment.  The  cost  for  treating  all  adults  in 
1991-92  was  $14,879,128.  Thus,  every  tax  dollar  spent  on  treatment  produced 
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$5.60  in  avoided  costs  to  the  taxpayer    This  is  most  conservative  for  the  following 
reasons 

No  unemployment  cost  savings  are  included. 

We  can  assume  some  benefit  accrued  to  those  clients  treated  for  weeks  and/or 
months  but  who  did  not  complete  treatment.  These  savings  are  not  included 

in  this  study 

There  are  other  potential  cost  avoidances  not  included  in  this  study,  e.g., 
federal  and  local  prison  costs  saved,  institutional  costs  avoided,  intoxicated 
driver  costs  avoided,  business  losses  avoided,  healthy  rather  than  drug- 
affected  babies  born,  etc. 

The  accrual  of  positive  societal  outcomes  resulting  from  alcohol  and  drug 
treatment  was  found  to  be  significant  for  a  period  of  at  least  three  years. 


STATEMENT  OF  THE  NAVAJO  NATION 

INTRODUCTION 

Mr.  Chairman  and  Members  of  the  Subcommittee,  the  Navajo  Nation  appreciates  the 
opportunity  to  present  the  Navajo  Nation's  views  and  recommendations  regarding 
Fiscal  Year  (FY)  1997  Appropriations  for  the  Departments  of  Labor,  Health  and 
Miiinan  Services,  and  Education  and  Related  Agencies.  At  the  outset,  the  Navajo 
Nation  appreciates  your  attention  to  the  Navajo  Nation's  needs  in  the  past  years.  We 
look  forward  to  continuing  our  good  working  relationship  with  the  Subcommittee. 

THE  NAVAJO  NATION 

The  Navajo  Nation  is  the  largest  Indian  Nation  in  the  United  States  with  a  population 
of  over  250,000  members.  Spanning  Arizona,  New  Mexico  and  Utah,  the  Navajo 
Nation  encompasses  17.5  million  acres  --  one-third  of  all  Indian  lands  in  the  lower  48 
states  --  and  is  larger  than  Connecticut,  Delaware,  Maryland,  Massachusetts  and 
Rhode  Island  combined.  Unlike  those  states,  however,  the  Navajo  Nation  is  home  to 
the  poorest  of  America's  rural  poor.  While  the  average  unemployment  in  America 
today  is  5%,  the  unemployment  rate  in  the  Navajo  Nation  averages  38%  to  50%, 
depending  on  the  season.    Over  56%  of  the  Navajo  people  live  in  poverty.  Per  capita 
income  averages  $4,106,  less  than  1/3  of  that  in  the  surrounding  states.  Few  Navajos 
enjoy  basic  necessities  of  life  that  are  taken  for  granted  elsewhere  in  the  United  States  - 
-  77%  of  Navajo  homes  lack  plumbing.  72%  lack  adequate  kitchen  facilities,  and  76% 
lack  telephone  service.    Though  the  Navajo  Nation  is  slightly  larger  than  West 
Virginia,  our  2.000  miles  of  paved  roads  compares  to  barely  11%  of  West  Virginia's 
1 8,000  miles.    Until  recently,  we  had  just  three  banking  facilities  within  our  entire 
27,500  square  mile  area. 

NAVAJO  NATION'S  FY  1997  APPROPRIATION  REQUEST 

The  Navajo  Nation  request  funding  for  the  following  high  priority  programs.    There 
are  additional  projects  and  programs  which  the  Navajo  Nation  would  like  to  discuss 
with  the  Subcommittee;  however,  today  we  are  merely  presenting  highlights  of  our 
overall  requests: 

Department  of  Labor 

Senior  Community  Services  Employment 

The  Navajo  Nation  requests  $154,000  to  employ  23  eligible  senior  citizens  residing  in 
the  New  Mexico  and  Utah  portion  of  the  Navajo  Nation.  In  Arizona,  25  Navajo  elders 
participate  in  the  employment  and  training  program,  but  a  $30,000  funding  cut 
threatens  to  eliminate  6  positions.  Our  request  would  retain  the  6  positions  slated  for 
elimination  and  provide  positions  in  the  New  Mexico  and  Utah  portion  of  the  Navajo 
reservation,  plus  cover  travel  expenses. 
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Mine  Safety  and  (leaith  Administration  (MSHA) 

The  Navajo  Nation  requests  $30,000  for  the  Navajo  Nation  Mine  Safety  Program 
(NNMSP).  This  program  provides  health  and  safety  training  to  Navajo  miners  to 
recognize  potential  hazards  in  their  work  place.  The  NNMSP  provides  training 
materials  in  the  Navajo  language  and  works  closely  with  union  representatives,  mine 
management,  and  MSHA  to  reduce/eliminate  mine  related  accidents.  These  funds  will 
also  be  used  to  conduct  safety  inspections  of  coal  mine  and  sand  and  gravel 
operations. 

Job  Training  Partnership  Act  (JTPA) 

Job  Training  Partnership  Act  (JTPA)  services  are  provided  to  the  Navajo  Nation  via 
three  states  Arizona,  New  Mexico,  and  Utah.  Two  of  these  states,  Arizona  and  New 
Mexico  currently  have  Navajo  Nation  Service  Delivery  Areas  (SDA)  which  serve  the 
Navajo  population  exclusively.  Each  maintains  separate  Private  Industry  Councils  and 
responds  to  two  different  State  Administrative  Entities.  Utah  reaches  its  Navajo 
population  (considerably  smaller  relative  to  Arizona  and  New  Mexico)  through  an 
existing,  but  not  exclusively  Navajo,  SDA.  Each  of  these  three  states  reports  to 
separate  U.S.  Department  of  Labor  (DOL)  regions.  This  stnicture  is  a  great  hinderance 
to  the  Navajo  Nation  in  terms  of  cfHciency,  effectiveness,  and  maximum  u.se  of 
available  resources. 

The  Navajo  Nation  requests  the  multi-funded  programs  be  consolidated  into  a  single 
service  delivery  area  and  funded  directly  from  the  U.S.  DOL.  A  New  Mexico,  Utah, 
and  Arizona  Tri-statc  Memorandum  of  Understanding  can  be  established  in  which  the 
Navajo  Nation  will  be  recognized  as  one  state  providing  JTPA  services.  Currently,  the 
Navajo  Nation  workforce  is  overwhelmed  with  excessive  paperwork  to  address  needs 
of  the  grantors  and  not  speciTically  the  needs  of  the  program  participants.  We 
recommend  the  establishment  of  a  Task  Force  at  the  Federal  and  State  level  to  work 
jointly  with  the  Navajo  Nation  to  address  the  feasibility  of  creating  a  single  service 
deliver)'  area.  A  single  SDA  will  be  more  accountable,  effective  and  productive  in  its 
deliver)'  of  JTPA  services  with  less  grantor  paperwork  requirements. 

Section  401  Title  IV-A  and  Title  II-B 

The  Act  was  intended  to  establish  programs  to  prepare  youth  and  adults  facing  serious 
barriers  to  employment  for  participation  in  the  labor  force  by  providing  job  training 
and  other  services  to  increase  employment  and  earnings,  increase  educational  and 
occupational  skills,  and  decrease  welfare  dependency,  thereby  improving  the  quality  of 
the  work  force  and  enhancing  the  productivity  and  competitiveness  of  the  Nation.  We 
request  $10,1 10.377  which  will  serve  1.925  economically  disadvantaged  youth  and 
adults  with  basic  education  skills,  pre-employment,  work  maturity  skills,  job  specific 
skills  in  addition  to  wages  and  work  experience.  The  Navajo  Nation  population  count 
has  increased  eighteen  (18)  fold  in  the  last  127  years.  According  to  1990  census  data 
the  median  age  for  the  Navajo  population  is  18.7  indicating  the  Navajo  Nation  is  a 
young  Nation  with  a  cuirent  growth  rate  estimated  at  2.7% 

Impact  of  Rescissions  of  H.R.   1158 

The  Navajo  Nation  strongly  opposes  the  elimination  of  Title  11-B  and  Section  401  Title 
IV-A  and  B.  as  proposed  in  H.R.  1 158.  The  implications  of  this  proposed  budget  cut 
are  to  eliminate  present  and  future  summer  youth  programs  under  the  JTPA.  Programs 
under  JTPA  serve  over  3.300  Navajo  participants  out  of  a  total  Navajo  youth 
population  of  32.000.  Nationally,  130  Indian  JTPA  summer  programs  will  be 
eliminated  and  over  1 1.000  Indian.  Native  Alaskan  and  Hawaiian  Native  youth 
residing  on  Federally  and  State  recognized  reservations,  villages  and  islands  will  be 
affected. 

Employment  and  Training  for  Navajo  Veterans 

The  U.S.  Department  of  Veterans  Affairs  (DVA)  provides  a  variety  of  services  and 
benefits  such  as  health  care,  compensation,  housing,  and  burial  benefits  to  veterans. 
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Many  Navajo  veterans  do  not  currently  receive  these  benefits  and  services  due  to  lack 
of  accessibility  to  these  benefits.  For  example,  forty  percent  of  the  Navajo  veterans 
cannot  qualify  for  Veterans  Direct  Home  Loan  Program  due  to  unemployment  and 
having  a  fixed  income  from  retirement  and/or  social  security.  Many  Navajo  veterans 
served  their  country  in  World  War  II,  Korean  Conflict,  Vietnam  War.  and  the  Persian 
Gulf  War.  As  a  result,  some  arc  currently  suffering  from  Post  Traumatic  Stress 
Disorder  (PTSD)  and  the  Gulf  War  Syndrome  and  have  turned  to  alcohol  and 
substance  abuse  to  cope  with  their  physical  and  mental  ailments.  The  abuse 
contributes  to  unemployment  and  deteriorating  health.  The  U.S.  Department  of 
Veterans  Affairs  has  always  promoted  equal  opportunity  and  advocated  in  providing 
training,  employment  and  health  care  benefits  to  the  minority  veteran  population. 
Unfortunately,  some  Navajo  veterans  who  served  with  pride  have  been  deprived  of 
these  basic  benefits  due  to  the  language  and  cultural  barriers. 

The  Navajo  Nation  requests  that  direct  funding  be  provided  to  meet  the  employment 
and  training  needs  of  the  Navajo  veterans.  Funding  will  be  used  to  provide  class- 
room training,  on-the-job  training,  job  coun.seling.  vocational  training  for  untrained 
and  under-employed  Navajo  veterans  with  the  goal  of  providing  new  skills  that  result 
in  a  steady  long-term  employment.  Currently,  there  arc  competitive  grants  available 
through  the  U.S.  Department  of  Labor.  However,  the  Navajo  Department  of  Veterans 
docs  not  currently  have  the  financial  resources  to  hire  grant  and  proposal  writers  in 
order  to  obtain  available  funds. 

Department  of  Health  and  Human  Services 

Low  Income  Home  Energy  Assistance  Program  (LIHEAP) 

The  Navajo  Nation  requests  $888,950  for  LIHEAP.  The  funding  would  continue  to 
provide  home  heating  assistance  for  1,500  Navajo  families,  energy  crisis  intervention 
ser\ices  for  approximately  200  Navajo  families  and  weatherization  assistance  to 
approximately  500  Navajo  families.  Continued  funding  will  provide  access  and 
services  to  basic  amenities  that  other  Americans  take  for  granted. 

Foster  Grandparent  Program 

The  Navajo  Nation  requests  $32,000  for  restoration  of  6  volunteer  positions  for  the 
Navajo  Foster  Grandparent  Program.   1 80  Navajo  elders  participate  in  the  program  to 
remain  physically,  mentally,  socially  and  even  academically  active  while  serving  over 
4000  children  with  special  needs.  Foster  grandparents  work  at  the  day  care,  hospitals, 
headstart,  public  and  boarding  schools  and  with  the  Women.  Infant  and  Children 
Programs  assisting  with  child  care  needs.  Some  grandparents  are  advocating 
prevention  messages  on  HIV/AIDS. 

Senior  Citizen  Center 

The  Navajo  Nation  has  a  total  request  for  $4.6  million  to  provide  services  under  Title 
III  &  VII  of  the  Older  Americans  Act  to  a  growing  population  of  Navajo  elders. 
Currently,  the  Navajo  Nation  receives  a  small  amount  of  funding  through  sub- 
contracting with  the  states,  depending  on  the  program.  A  portion  of  the  funding 
would  be  used  to  provide  nutritional  services  (congregate  and  home-delivered  meals), 
transportation  services  (doctor's  appointments,  senior  citizen  centers),  and  support 
services.  The  Navajo  Nation  established  an  elder  rights  program,  providing  legal 
support.  Furthermore,  the  Navajo  Nation  does  not  receive  any  federal  funding  for 
conslmction  of  .senior  citizen  centers. 

HIV  Project  (Ryan  White  CARE  Reauthorization) 

The  Navajo  Nation  requests  $800,000  to  provide  accessible  HIV  primary  care  and 
support  .services  for  American  Indians,  and  training  and  education  of  health  care 
providers.  Currently,  the  Navajo  Nation  AIDS  Office  is  the  only  Indian  nation  that 
has  an  active  HIV/AIDS  prevention  program.  It  receives  a  majority  of  its  funding 
from  Navajo  Nation  general  funds.  As  of  March  1995,  the  program  reported  that  59 
individuals  received  HIV-related  health  care  from  Navajo  Area  Indian  Health  Service. 
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AccDrding  lo  ihc  IIIV/AIDS  Surveillance  Report  published  by  Centers  for  Disease 
Control  and  Prevention,  the  proportion  of  HIV  infection  among  Native 
American/Alaska  Natives  has  remarkably  increased  from  731  to  1,202  cases.  Recent 
studies  have  indicated  that  prevalence  of  HIV  infection  among  Native  American/Alaska 
Native  women  of  child  bearing  age  was  four  to  eight  times  greater  when  compared  to 
women  in  the  general  population. 

Community  Service  Block  Grant 

The  Navajo  Nation  request  $84,000  to  provide  education  on  nutrition  and  horticulture 
methods,  emphasizing  proper  diet  and  exercise  through  backyard  gardening.  Nutrition 
education  includes  the  following:  food  preservation  (canning  fruits,  jelly/jam,  salsa) 
drying  or  freezing  fruits  and  proper  storage.  The  funding  would  expand  the  program 
to  selected  communities  with  a  primary  concentration  on  high-risk  individuals/families. 
The  program  serves  over  8,000  clients  annually. 

Department  of  Education 

We  remind  the  Subcommittee  that  the  federal  government  has  a  moral  and  legal 
obligation  to  the  Navajo  Nation  based  upon  the  trust  responsibility  and  treaty 
provisions  to  provide  education.  Current  changes  brought  forth  by  budget  cuts  and 
reductions  within  the  federal  government  impacts  upon  Navajo  sovereignty,  by 
shifting  trust  responsibilities  of  the  federal  government  to  state  governments  and 
reducing  federal  resources  and  diminishing  other  services.  The  Indian  nations  do  not 
have  a  trust  relationship  with  the  state  governments.    The  federal  government's 
responsibility  to  the  Navajo  people  must  be  adequately  funded.  The  chronic  under- 
funding  and  non-funding  of  federal  programs  designed  to  provide  educational  facilities 
and  services  negatively  impacts  the  Navajo  Nation.  Therefore,  the  Navajo  Nation 
requests  that  the  subcommittee  supports  full  funding  levels  for  all  Indian  education 
programs. 

Impact  Aid 

Currently,  Impact  Aid  monies  are  allocated  to  educate  students  as  follows.:  80%  for 
students  residing  on  Indian  reservations  and  America's  military  dependent  students, 
10%  for  students  in  low  rent  housing  projects  and  5%  for  federally  connected  children 
of  special  education  needs.  Federal  Impact  Aid  affects  basic  educational  services  for 
more  than  200  public  schools  that  educate  Navajo  students.  An  "adequate"  funding 
should  be  determined  by  a  panel  of  experts  on  educational  funding  which  is  not  less 
than  the  average  cost  across  the  nation.  Once  a  base  amount  is  established  for  an 
adequate  cost  to  educate  Indian  students,  it  should  be  tied  to  the  consumer  price  index 
and  adjusted  annually  for  inflation,  just  as  Social  Security. 

Impact  Aid  is  critical  to  school  districts  that  must  educate  students  from  tax  exempt 
military  bases  and  American  Indian  reservations.  The  Impact  Aid  funding  has 
drastically  decreased  since  FY  1994  ($914  million  in  FY  1994  to  $728  million  in  FY 
1995).  The  Navajo  Nation  urges  increase  funding  for  Impact  Aid  to  enable  Indian 
reservation  based  schools  to  provide  and  maintain  basic  educational  services  to  Navajo 
students  attending  public  schools. 

As  a  part  of  the  Republican's  alternative  budget  last  year,  it  was  proposed  to  abolish 
Impact  Aid  altogether  over  the  next  five  years.  The  Navajo  Nation  opposes  this 
proposal  and  requests  that  all  FY  '97  funds  be  restored  to  FY  1995  level  of  $728 
million  and  no  further  cuts  be  imposed.  Funding  for  federal  Impact  Aid  should  be 
forward  funded. 

Title  VII  Bilingual  Education 

These  are  crisis  times  not  just  for  Navajo  Nation  but  for  all  other  language  groups  in 
America.  The  Navajo  Nation  supports  the  Clinton  Administration's  1997  request  for 
the  full  $261,700,000.  Given  the  extent  of  budget  cuts.  Congress  should  at  least 
appropriate  what  they  appropriated  last  year:  $178  million.  The  Navajo  Nation 
opposes  the  English  Only  bill  presently  pending  before  Congress. 
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Title  VII  monies  can  be  used  mucli  more  effectively  if  the  legally  dubious  "Special 
Alternative  Instructional  Program"  were  eliminated.  It  makes  no  sense  to  fund  mono- 
lingual "English  Only"  programs  with  already  inadequate  "bi-lingual"  funds. 
lEducationally,  such  programs  should  not  require  additional  teachers  to  teach  in  English 
Only;  the  school  should  be  providing  classroom  teachers  for  those  students  already. 
Staff  and  professional  development  must  he  maintained  at  the  FY  1995  levels  ($25.1 
millionV  When  such  federal  funding  comes  to  an  end,  a  cadre  of  well  trained 
community  based  people  will  remain  available  locally.    Staff  development  addressing 
the  needs  of  the  school  and  community  must  be  maintained. 

Special  Education  Individuals  with  Disabilities  Education  Act  (IDEA) 

The  Navajo  Nation  Office  of  Special  Education  and  Rehabilitation  Services  (OSERS) 
Early  Childhood  Intervention  Program  provides  early  childhood  services  to  infants  and 
toddlers  0-5  years  of  age  and  their  families.  The  service  includes  child  find,  parent 
training.  Native  Healing  Services,  Case  Management,  home  visits,  family  support, 
transportation,  referrals  and  follow  up  services. 

The  Navajo  Nation  recommends  direct  funding  to  the  tribe,  instead  of  channeling 
funds  through  the  Bureau  of  Indian  Affairs  to  Indian  nations.  The  flow-through  fund 
to  BIA  delays  services  to  early  childhood  clients  and  the  Early  Childhood  Intervention 
Program  activities. 

The  Navajo  Nation  also  recommends  that  the  U.S.  Department  of  Education  establish 
Intergovernmental  Agreements  with  the  Navajo  Nation  before  they  receive  their  Part  H 
and  Part  B  funds  from  IDEA.  The  cooperative  agreement  is  to  coordinate  with  the 
state  agencies  to  provide  adequate  and  the  most  appropriate  early  childhood  services  to 
children  with  disabilities  and  their  families  on  the  Navajo  Nation.  The  cooperative 
agreement  will  also  provide  better  coordination  of  services  for  cost  sharing  for  early 
childhood  services  to  children  with  disabilities  and  to  provide  adequate  child  find, 
referrals,  parent  training  and  other  services. 

Crownpoint  Institute  of  Technology  (CIT) 

Another  important  appropriations  issue  is  the  uncertain  future  of  the  Navajo  Nation's 
vocation  technical  post-secondary  institution,  the  Crownpoint  Institute  of  Technology 
(CIT).  CIT  is  enabled  through  Title  III,  Part  H  of  the  Carl  D,  Perkins  Vocational 
Education  and  Applied  Technology  Act.  CIT  is  the  only  Tribally  controlled  post- 
secondary  institution  in  the  United  States  which  is  funded  for  its  base  operational 
support  through  this  title.  All  other  tribal  colleges  receive  their  base  operational 
support  through  Interior  appropriations.  It  is  our  understanding  that  both  the  House 
and  Senate  recommended  funding  at  $2.9  million  for  Title  III,  Part  H  for  Fiscal  Year 
1997.  In  order  to  ensure  a  stable  future  for  CIT,  it  is  essential  that  appropriations 
language  direct  continued  funding  for  the  base  operation  of  the  Crownpoint  Institute  of 
Technology  under  a  continuation  of  institutional  support  enabled  by  Title  III,  Part  H  at 
a  level  not  less  than  the  current  $2.9  million,  funding  that  goes  directly  to  eligible 
colleges.  We  also  urge  the  Committee  to  provide  language  in  this  Labor,  HHS, 
Education  appropriation  to  give  priority  in  funding  to  those  tribal  colleges  which  also 
do  not  receive  their  base  operational  funding  from  another  congressional 
appropriations  subcommittee.  This  congressional  guidance  is  necessary  as  an 
important  step  towards  ensuring  that  all  Indian  students  receive  an  equal  educational 
opportunity. 

CIT  has  for  si.x  years  maintained  retention  and  job  placement  rates  many  times  higher 
than  the  national  average.  We  believe  that  CIT  is  a  national  model  in  providing 
relevant  training  programs  that  enable  Indian  students  to  gain  certified  employment 
skills,  improve  the  quality  of  their  lives,  become  taxpayers  and  leave  the  welfare  rolls. 

CONCLUSION 

The  Navajo  Nation  thanks  Chairman  Regula  and  the  Members  of  the  Subcomnriittee  for 
their  leadership  and  support  of  Indian  programs. 


446 


STATEMENT  OF  THE  AMERICAN  PUBLIC  POWER  ASSOCIATION 

The  American  Public  Power  Association  (APPA)  is  the  service  organization 
representing  the  interests  of  the  more  than  2,000  municipal  and  other  state  and 
locally  owned  utilities  throughout  the  United  States.  Collectively,  public  power 
utilities  deliver  electric  energ>'  to  one  of  every  seven  U.S.  electric  consumers  (about 
35  million  people)  sei-ving  some  of  the  nation's  largest  cities.  The  majority  of 
APPA's  member  systems  are  located  in  small  and  medium-sized  communities  in 
eveiy  state  except  Hawaii. 

APPA  member  systems  appreciate  the  particularly  dilTicult  task  faced  by  this 
Subcommittee  as  it  moves  fonvard  on  FY  1997  appropriations.  We  recognize  that 
reduced  allocations  as  well  as  the  lengthy  negotiations  over  FY  1996  appropriations 
have  complicated  your  work.  We  appreciate  the  opportunity  to  submit  this 
statement  concerning  appropriations  for  one  of  the  programs  under  this 
Subcommittee's  jurisdiction,  the  Low  Income  Home  Energy  Assistance  Program 
(LIHFL\P) 

APPA  fullv  supports  the  Administration's  FY  1997  budget  request  of  $1  billion  for 
LIHFIAP.  We  also  support  the  request  for  $300,000  in  emergency  funds  in  FY 
1997.  and  $1  billion  in  advanced  funding  for  FY  1998.  Because  the  majority  of 
LIHEAP  monies  is  needed  during  a  short  period  of  time  in  the  winter  months, 
advanced  fimding  for  LIHFIAP  is  critical  in  enabling  states  to  effectively  plan  for 
and  administer  the  program.  We  believe  the  failure  to  include  FY  1997  advanced 
funding  in  the  FY  1996  omnibus  appropriations  bill  (H.R.  3019)  is  regrettable. 
Had  no  FY  1 996  advanced  funding  been  provided,  the  recently  concluded 
spending  debate  could  have  left  a  void  in  appropriations  for  this  important 
program  during  the  current  fiscal  year. 

An  estimated  5.6  million  households  participated  in  LIHFIAP  in  FY  1993,  according 
to  the  most  recent  data  available  from  the  Department  of  Health  and  Human 
Ser^'ices  (HHS).  The  mean  household  income  level  for  recipients  was  $8,257  with 
the  majority  being  senior  citizens  or  single  parents.  The  average  grant  per 
household  was  $201.  The  severity  of  this  past  winter  as  well  as  the  tragic  loss  of  lives 
experienced  dunng  the  heatwave  of  last  summer  are  grim  reminders  that  LIHFIAP 
is  still  an  important  lifeline  to  millions  of  low-income  families.  We  believe  failure  to 
adequately  fund  LIHFIAP  would  not  only  undermine  a  social  program  but  also 
would  put  millions  of  disadvantaged  households  —  especially  those  with  small 
children  -  at  risk.  The  sad  fact  remains  that  many  low-income  households  are 
forced  to  choose  between  putting  food  on  the  table  or  heating  or  cooling  their 
homes. 

Many  reasons  are  given  each  year  in  an  efTort  to  rationalize  cuts  in  LIHEAP 
funding.   One  used  repeatedly  is  the  argument  that  residential  energy  costs  have 
decreased,  therefore  LIHFIAP  is  no  longer  the  critical  program  it  was  in  the  1970's 
and  early  1980's.  While  some  sources  of  energy  such  as  fuel  oil  may  have  declined 
modestly,  low-income  customers  continue  to  pay  a  larger  percentage  of  their 
household  incomes  for  energy.  Average  home  heating  expenditures  for  all 
households  were  about  $406  for  FY  1993,  up  seven  percent  from  $378  in  FY  1992. 
The  increase  largely  was  the  result  of  the  colder  winter  weather.  Average  home 
heating  expenditures  for  low  income  households  rose  from  $340  in  FY  1992  to 
$364  in  FY  1993.  a  seven  percent  increase.  LIHEAP  recipient  households  spent  an 
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average  of  $412,  up  seven  percent  from  $380  in  FY  1992.   Home  heating 
expenditures  represented  2.2  percent  more  for  low  income  households  (about  S.3 
percent)  than  for  all  households  (about  1.1  percent). 

Some  also  have  the  mistaken  perception  that  LIHFAP  is  a  "corporate  welfare" 
program  designed  to  "subsidize"  utility  companies.  This  is  not  true.  The 
consuiner.  not  the  utility,  is  the  actual  recipient  of  LIHEIAP  benefits.   In  most 
instances,  this  assistance  is  critical  in  maintaining  a  safe  living  environment  for 
recipients.  When  there  are  cuts  in  funding,  low-income  households  and  entire 
communities  face  tragedies  such  as  the  one  in  Chicago  last  summer— increased  risk 
of  health  problems,  fires,  homelessness  and  even  death. 

Some  in  Congress  have  commented  that  utilities  should  assume  the  burden  of 
energy  assistance  for  low-income  customers  as  a  cost  of  doing  business.  Public 
power  systems  across  the  country  already  support  a  variety  of  programs  providing 
help  to  their  low-income  and  fixed-income  customers.  A  recent  survey  conducted 
bv  the  National  Fuel  Funds  Network  (NFFN)  shows  that  publicly-owned  utilities 
raised  14  to  20  cents  more  per  aistomer  than  other  utilities  in  their  efforts  to  assist 
low-income  and  needy  customers  in  paying  their  bills.  Many  public  power  systems 
provide  special  rates  for  low-income  households  and  some  have  begun  residential 
consenation  and  demand  side  management  programs  designed  to  reduce  energy 
consumption.  In  addition,  activity  has  begun  at  both  the  state  and  federal  levels 
concernmg  electric  industry  restructuring.  There  are  risks  that  bills  for  residential 
customers,  and  especially  the  low-income,  will  increase  if  retail  markets  are  opened 
to  competition.  An  ever  larger  number  of  households  may  be  unable  to  obtain  any 
electricity  at  all.  The  need  for  full  funding  of  LIHEAP  remains  critical  in  ensuring 
that  all  tho.se  in  need  of  energy  assistance  receive  help. 

APPA  believes  LIHEAP  is  an  outstanding  example  of  a  successful  state-operated 
program.  The  requirements  imposed  by  the  federal  government  are  minimal  and 
most  important  decisions  are  left  to  the  grantees.  The  beneficiaries  of  the  program, 
however,  are  limited  by  federal  law  to  those  with  incomes  of  150  percent  of  the 
federal  poverty  guidelines  or  60  percent  of  the  state  median  income  with  benefits 
targeted  to  the  most  needy  in  society.  The  National  Governors'  Association  (NGA), 
at  its  recent  meeting,  unanimously  reiterated  its  support  for  LIHEAP  as  a  program 
that  has  proven  to  work  well  without  fraud  or  abuse. 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  DENTAL 
SCHOOLS 

The  American  Association  of  Dental  Schools  (AADS)  represents  all  of  the  dental  schools  in 
the  United  States,  as  well  as  advanced  education,  hospital,  and  allied  dental  education 
institutions.  It  is  within  these  institutions  that  future  practitioners,  educators,  and  researchers 
are  trained;  significant  dental  care  provided;  and  the  majority  of  dental  research  conducted. 
The  AADS  is  the  one  national  organization  that  speaks  exclusively  for  dental  education. 

Dentistry  has  been  highly  successful  in  preventing  oral  disease  and  in  developing  effective 
primars-  care  treatments    Every  dollar  invested  in  preventive  and  primary  care  dentistry  saves 
consumers  beUveen  $2  and  $80    While  we  are  extremely  proud  of  our  accomplishments,  we 
do  not  want  to  leave  the  Subcommittee  with  the  misconception  that  the  nation's  oral  health 
problems  have  disappeared.    Oral  diseases  are  among  the  most  prevalent  of  all  chronic  health 
conditions.  Eighty-four  percent  of  all  children  have  experienced  dental  decay  by  age  1 7. 
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Periodontal  disease  is  pervasive,  affecting  between  forty  and  seventy  percent  of  adults.  More 
than  a  third  of  adults  over  age  65  have  lost  all  their  teeth.  Oral  cancer  is  more  common  than 
leukemia.  Hodgkin's  disease,  melanoma  of  the  skin,  and  cancers  of  the  brain,  cervix,  ovary, 
liver,  pancreas,  bone,  thjToid  gland,  testis,  or  stomach. 

Our  funding  requests  for  FY  1997  reflect  the  expanding  role  of  dentistry  and  the  changing 
nature  of  the  profession.  Because  the  Subcommittee  is  under  severe  fiscal  constraints,  we 
have  focused  on  dental  education  and  research  programs  that  are  extremely  cost-effective  and 
will  yield  a  significant  return  for  the  federal  investment. 

General  Dentistry  Residencies:    General  Dentistry  programs  provide  graduates  with 
primary  care  training  similar  to  the  internship  year  in  medicine.  Dentists  who  have  had  the 
benefit  of  this  advanced  residency  training  are  better  prepared  to  care  for  the  fijll  range  of 
dental  services  for  all  their  patients.  This  includes  the  ability  to  provide  complex  dental 
services  for  patients  who  suffer  oral  problems  as  a  consequence  of  chemotherapy  or  radiation 
treatment  for  cancer,  or  who  have  special  problems  from  other  systemic  diseases,  including 
asthma,  diabetes,  and  heart  disease.  General  Dentistry  graduates,  who  serve  a  broad  range  of 
patient  needs,  are  especially  important  in  rural  and  underserved  urban  areas  where  logistical 
or  financial  barriers  can  make  specialized  care  unobtainable. 

The  General  Dentistry  program  improves  access  and  availability  of  primar>'  care  services. 
General  Dentistr>'  programs  treat  large  numbers  of  underserved  populations  such  as  the  poor, 
developmentally  disabled,  eldedy,  and  HIV  infected  individuals.  All  of  the  current  grantees 
include  off-site  rotations  to  underserved  communities  or  populations.  Eighty-six  percent  of 
those  who  receive  General  Dentistry  training  remain  in  primary  care  practice,  and  at 
least  twenty-five  percent  of  recent  graduates  in  federally  supported  General  Dentistry 
programs  establish  their  practices  in  underserved  areas.  Recent  evaluations  confirm  the 
success  of  General  Dentistry  programs  in  meeting  federal  primary  care  objectives.  The 
Bureau  of  Health  Professions"  evaluation  of  the  General  Dentistry  program  found  that 
"Considering  the  relatively  modest  investment  of  funds  by  the  federal  government,  the  impact 
on  the  growth  and  scope  of  General  Dentistry  programs  and  the  subsequent  effect  on  dental 
care  has  been  substantial."  And  all  of  this  is  achieved  with  start-up  grants  which  provide 
federal  support  for  no  more  than  3  years.  This  requires  considerable  skill,  as  General 
Dentistr>'  programs  must  attract  enough  self-pay  patients  and  patients  with  dental  insurance  to 
offset  the  losses  incurred  in  treating  the  indigent.  (Unlike  their  medical  counterparts,  these 
dental  programs  cannot  rely  on  reimbursement  through  Medicare,  which  essentially  excludes 
dental  services:  and  the  reimbursement  available  through  Medicaid  is  extremely  limited, 
especially  for  adult  care.) 

Demand  continues  to  outpace  supply  for  this  primary  care  training  as  approximately  300 
additional  training  positions  would  be  needed  to  accommodate  the  current  demand  for  these 
positions    Without  Federal  support,  it  would  be  extremely  difficult  to  create  new  programs, 
because  of  the  lead  time  needed  for  these  programs  to  become  self-sufficient  and  because  of 
the  high  cost  of  dental  equipment  and  instrumentation. 

A  1 995  Institute  of  Medicine  (lOM)  Study  of  Dental  Education  recommends  that  postdoctoral 
education  in  general  dentistry  should  be  available  for  every  dental  graduate  and  that  an 
emphasis  should  be  placed  on  creating  new  residency  positions.'  While  progress  has  been 
made  in  meeting  the  current  and  future  demand  for  primary  care  training  and  care,  a  reduction 
in  funding  for  the  General  Dentistr>'  program  would  halt  these  cost-effective  education  and 
service  programs    We  urge  the  Subcommittee  to  support  the  lOM  recommendation  by 


'Field.  Maril)!!  J ,  Ph.D.,  Editor,  Dental  Education  at  the  Crossroads,  Challenges  and 
Change.  National  Academy  Press,  Washington,  DC,  1995,  p.  14. 
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appropriiiting  $6  million  for  this  cost-effective  and  proven  primary  care  program  in  FY 
1997. 

HIV/AIDS  Dental  Reimbursement  Program:   Federal  support  of  this  reimbursement 
program  increases  access  to  oral  health  services  for  HFV  positive  individuals  and.  at  the  same 
time,  educates  dental  students  and  residents  to  care  for  persons  living  with  HIV    Thus,  two 
major  federal  objectives  -  service  to  patients  of  limited  means  and  education  of  future 
practitioners  —  is  accomplished  with  this  important  but  ver\'  modest  federal  program 

HIV/AIDS  patients  suffer  a  high  incidence  of  oral  disease  and  oral  health  care  is  ver>' 
important  to  them.  A  survey  of  857  clients  of  the  Robert  Wood  Johnson  Foundations'  AIDS 
Health  Services  Program  in  9  cities  found  that  more  respondents  (52  percent)  reported  a  need 
for  dental  care  than  any  other  service.  For  example,  oral  lesions,  common  in  HIV  infected 
individuals,  can  cause  significant  pain  and  oral  infection  leading  to  fevers,  difficult)'  in  eating, 
speaking  or  taking  medication,  and  weight  loss.  Moreover,  the  development  of  some  oral 
problems  may  signifv'  that  HIV  infection  is  progressing.  Recognition  of  these  oral  problems 
indicates  the  need  for  initiation  of  treatment  with  antiretroviral  therapy,  drugs  to  prevent 
pneumonia,  or  involvement  in  a  clinical  drug  or  vaccine  trial. 

It  is  important  to  remember  that  private  insurance  and  Medicaid  coverage  for  dental  services 
is  ver\  limited  or  simply  unavailable  for  adults.  This  lack  of  sufficient  reimbursement 
particularly  affects  those  dental  clinics  providing  care  for  a  significant  number  of  HIV 
infected  individuals    The  HIV/ AIDS  Dental  Reimbursement  program  serves  as  a  kind  of 
"matching  fund"  that  recognizes  the  significant  expenditures  incurred  by  dental  programs  that 
serve  a  disproportionate  share  of  HIV/AIDS  patients.  The  program  has  also  enhanced 
relationships  of  dental  education  institutions  with  state  and  local  AIDS  care  consortia. 
Unreimbursed  costs  continue  to  nse  as  the  number  of  HTV  infected  individuals  increases. 
AADS  urges  an  appropriation  of  $9  million  in  FY  1997  to  allow  modest  growth  in  this 
important  program,  which  is  now  reauthorized  under  the  Ryan  White  CARE  Act.  This 
is  approximately  $2  million  above  the  President's  FY  1997  request. 

National  Health  Service  Corps  Scholarship  and  Loan  Forgiveness  Programs:  We 

strongly  support  the  ?*4HSC  Scholarship  and  Loan  Forgiveness  Programs,  which  assist 
students  with  the  rising  costs  of  financing  their  health  professions  education  while  promoting 
primar>'  care  access  to  underserved  areas. 

Tlic  FY  1994  Appropriations  Conference  Report  instructed  the  NHSC  to  undertake  an  oral 
health  care  initiative  in  order  to  increase  dental  participation  in  the  NHSC.  As  a  result,  the 
number  of  dental  loan  repayment  awards  has  increased  from  22  in  1992  to  94  in  1995. 
Problems  continue  to  exist,  however,  in  the  scholarship  program,  which  has  almost  completely 
abandoned  dental  scholarships  (only  8  scholarships  have  been  awarded  smce  1992;  none 
were  awarded  in  1995).  We  believe  it  is  critical  that  the  NHSC  commitment  to  dentistry  be 
maintained  and  strengthened  as  the  need  for  dental  providers  is  becoming  more  pronounced  in 
underserved  areas  throughout  the  nation.  When  dental  Health  Professions  Shortage  Areas 
(HPSAs)  were  updated  in  1993,  it  became  clear  that  the  situation  worsened  for  dentistry. 
Currently,  2600  dentists  are  needed  to  service  935  designated  HPSAs,  as  compared  to  1400 
dentists  needed  for  792  dental  HPSAs  prior  to  1993. 

This  means  that  oral  health  semces  are  still  needed  throughout  the  US.  to  assure  rural  and 
urban  underserved  people  relief  of  pain  and  removal  of  oral  infections.  Without  these 
services,  dental  and  oral  diseases  will  result  in  diminished  employment  prospects  for  those 
without  jobs,  decreased  ability'  of  school  children  to  concentrate,  lower  worker  productivity', 
and  increased  medical  problems.  Unless  more  dentists  are  made  available  in  shortage  areas, 
we  will  continue  to  see  costs  climb  as  hospital  emergency  rooms  are  used  to  provide  extensive 
care  for  what  began  as  a  dental  problem  and  has  evolved  into  a  s\'Stemic  condition.  We  ask 
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the  subcommittee  to  address  this  growing  problem  by  including  Report  language 
reaffirming  the  need  for  a  substantive  NHSC  oral  health  care  initiative  in 
FY  1997. 

Other  Health  Professions  Education  and  Training  Programs:  We  want  to  express  our 
support  for  the  various  programs  involving  recruitment  and  retention  of  disadvantaged 
students  and  promotion  of  minority'  faculty.  We  request  funding  for  the  Scholarship  for 
Disadvantaged  Students  program  at  $26  million  and  the  Exceptional  Financial  Need 
Scholarships  at  $1 1  million,  the  Loan  for  Disadvantaged  Students  program  at  $15  million,  the 
Centers  of  Excellence  program  at  $32  million,  and  the  Disadvantaged  Assistance  program 
(Health  Careers  Opportunity  Program/Federal  Assistance  for  Disadvantaged  Health 
Professions  Students)  at  $32  million.  We  urge  support  for  the  Facultj'  Lx)an  Repayment  & 
Faculty  Fellowship  program  at  $4  million  so  that  minority  faculty  can  be  recruited  to  serve  as 
role  models  in  health  professions  schools  at  this  critical  time. 

Because  the  Rural  Health  Training  and  the  Health  Education  and  Training  Centers  programs. 
Geriatric  Initiatives,  Area  Health  Education  Centers,  and  Allied  Health  Special  Projects 
promote  access  to  health  care  for  special  populations,  we  urge  the  Subcommittee  to  fund  these 
programs  at  the  following  levels:  $17  million  for  the  Geriatric  Training/GEC  programs,  $25 
million  for  AHECs.  $5  million  for  Allied  Health  Special  Projects,  $7  million  for  Rural  Health 
Training,  and  $5  million  for  HTECs. 

In  addition.  AADS  is  very  concerned  that  the  Health  Education  Assistance  Loan  (HEAL) 
program  remain  a  viable  "loan  of  last  resort"  for  dental  students.    Revised  budget  figures 
have  demonstrated  that  administrative  changes  have  nearly  eliminated  the  need  for  a  federal 
subsidy  to  serve  as  a  reserve  against  defaults  attributable  to  new  cohorts  of  borrowers. 
Premiums  paid  by  both  borrowers  and  schools  are  sufficient  to  offset  all  of  the  defaults  from 
new  HEAL  loans.  According  to  new  budget  estimates,  the  only  federal  appropriations 
required  should  be  approximately  $1  million  for  continued  HEAL  default  reduction  activities. 
We  urge  that  the  Subcommittee  revisit  the  critically  important  Health  Education  Assistance 
Loan  (HEAL)  program  and  provide  $280  million  in  insurance  authority  to  allow  both  current 
and  new  borrowers  access  to  this  program.  Without  HEAL  loans  or  similar  borrowing 
authority',  we  fear  that  many  students  would  be  forced  to  discontinue  their  training. 

Research:  Support  of  the  National  Institute  of  Dental  Research  (NIDR)  has  yielded  results 
applicable  not  only  to  oral  health  but  to  health  in  general.  NIDR's  objective  is  to  promote  the 
advancement  of  research  in  all  sciences  pertaining  to  the  mouth  and  facial  structures,  to  seek 
ways  of  treating  and  preventing  oral  diseases,  and  to  facilitate  the  transfer  of  knowledge  into 
practical  help  for  the  public.  Research  funded  by  NIDR  has  opened  new  pathways  to  better 
diagnosis,  prevention,  and  treatment  of  oral  disease.  Increased  funding  is  essential  to  the 
continuation  of  important  research  into  the  general  health  and  primary  care  of  America's 
children,  adults,  and  senior  citizens.  AADS  endorses  the  testimony  of  the  American 
Association  for  Dental  Research  regarding  priorities  and  funding  of  S198  million  for  the 
NIDR  in  FY  1997. 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  CRITICAL- 
CARE  NURSES 

The  American  Association  of  Critical-Care  Nurses  (AACN)  is  pleased  to 
submit  written  testimony  to  the  Senate  Appropriations  Subcommittee  on  Labor. 
Health  and  Human  Services,  Education,  and  Related  Agencies.  We  would  like  to 
express  our  gratitude  for  the  support  Subcommittee  has  given  us  in  the  past. 
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AACN  is  a  not-for-profit  service  association  dedicated  to  the  welfare  of 
people  experiencing  critical  illness  or  injury.  Our  energies  are  primarily  directed 
toward  advancing  the  art  and  science  of  critical  care  nursing  and  promoting 
environments  that  facilitate  comprehensive  professional  nursing  practice  for  those 
experiencing  actual  or  potential  illness  or  injury.  Our  vision  is  one  of  a  health 
care  system  driven  by  the  needs  of  patients  where  critical  care  nurses  make 
their  optimal  contribution. 

AACN  was  founded  in  1969  and  has  grown  to  become  the  world's  largest 
specialty  nursing  organization  with  nearly  80,000  members  representing  the  United 
States  and  35  countries  around  the  world.  AACN  has  chapters  in  every  state  in  the 
U.S.  and  overseas,  numbering  over  270. 

The  first  intensive  care  units  (ICUs)  were  developed  in  the  early  1950s 
when  special  areas  were  needed  in  hospitals  to  manage  critically  ill  patients  such 
as  polio  victims.  ICUs  made  a  tremendous  improvement  in  patient  survival  because 
of  the  specialized  care  provided.  It  was  around  this  time  that  the  health  care 
community  recognized  the  need  for  nurses  with  specialized  skills  in  intensive  care. 

AACN  firmly  believes  that  research  is  needed  to  develop  a  scientific  basis 
for  critical  care  nursing  practice  and  to  achieve  a  broad  understanding  of  the  role 
and  impact  of  critical  care  nurses  on  patient  outcomes.  For  that  reason,  we  are 
pleased  to  offer  testimony  in  support  of  the  National  Institute  of  Nursing  Research 
and  the  Agency  for  Health  Care  Policy  and  Research. 


The  National  Institute  of  Nursing  Research 

The  National  Institute  of  Nursing  Research  (NINR)  improves  the  quality  of 
life  for  all  Americans  by  promoting  healthy  lifestyles  and  behaviors  that  will  ease 
the  effects  of  disease.  The  NINR  supports  research  on  the  biological  and 
behavioral  aspects  of  critical  health  problems  confronting  the  nation.  Nursing 
research  addresses  some  of  the  nation's  most  pressing  health  problems  by 
emphasizing  the  control  of  pain  and  postponement  of  the  physical  and 
psychological  degeneration  associated  with  chronic  illness.  The  NINR  seeks  to 
reduce  the  burden  of  illness  and  disability. 

Nursing  research  findings,  once  thought  to  affect  nursing  practice  alone,  are 
now  understood  to  be  relevant  to  the  work  of  all  health  care  practitioners.  The 
NINR  links  biological  and  behavioral  research  to  address  health  problems, 
encompassing  studies  form  the  molecular  levels  to  the  human  being. 

As  nurses  providing  care  to  the  critically  ill,  one  of  the  most  important 
things  we  can  do  for  our  patients  is  provide  relief  from  their  pain  and  suffering. 
For  that  reason,  NINR's  plans  to  research  and  address  the  issue  of  pain  over  the 
next  year  and  beyond  is  of  particular  interest  to  AACN.  A  complex  phenomenon, 
pain  endangers  health  and  recovery  from  disease  and  can  profoundly  reduce  quality 
of  life.  It  is  a  critical,  common,  and  costly  health  problem  generating  over  $100 
billion  annually  in  lost  productivity  and  health  care  expenses.  Research  shows  that 
pain  may  be  life-threatening  and  can  affect  the  immune  and  endocrine  systems. 
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The  NINR  has  taken  the  lead  in  a  major  research  initiative  on  pain  with  the 
goal  of  examining  the  pain  phenomenon  from  the  molecular  and  cellular  levels  to 
the  whole  person.  The  NINR  will  focus  on  understanding  the  physical  and 
behavioral  mechanisms  that  compromise  recovery  and  quality  of  life.  The  NINR 
will  explore  mechanisms  of  controlling  pain  by  looking  at  variables  such  as  genetic 
differences  and  neuroendocrine  and  neuroimmune  changes.  By  understanding  these 
factors.  NINR  hopes  to  fmd  ways  to  reduce  suffering. 

AACN  currently  sponsors  Thunder  Project  11.  a  large-sample,  multi-site 
research  project  in  partnership  with  seven  other  nursing  organizations.  The  purpose 
of  the  research  is  to  examine  pain  perceptions  and  responses  of  acutely  or  critically 
ill  pediatric  and  adult  patients  to  selected  producers.  Specifically,  the  research  will: 

•  Describe  patients'  pain  perceptions  and  responses  for  each  selected 
procedure  across  different  phases  of  the  procedure. 

•  Compare  patients*  pain  perceptions  and  responses  across  procedures. 

•  Examine  relationships  between  patients'  pain  perceptions  and  responses  to 
selected  procedures  and  factors  such  as  the  patient's  age.  gender  and 
ethnicity. 

•  Describe  distress  associated  with  selected  procedures. 

AACN  strongly  supports  the  NINR's  goals  of  health  care  effectiveness,  cost 
effectiveness,  and  assuring  that  the  scientific  agenda  has  a  human  aspect  and  is 
directly  relevant  to  applying  research  findings  to  improve  the  nation's  health. 
AACN  is  disturbed  by  the  Administration's  FY  1997  budget  request,  which 
includes  an  increase  for  NINR  of  only  about  2%.  We  respectfully  request  an 
increase  of  6.5%  for  NIH  and  NINR.  This  request  is  identical  to  that  of 
request  the  Ad  Hoc  Group  for  Biomedical  Research,  a  group  of  more  than  180 
professional  medical  and  scientific  societies,  patient  groups,  universities  and 
medical  schools,  and  other  organizations. 

The  Agency  for  Health  Care  Policy  and  Research 

Our  health  care  delivery  system  continues  to  undergo  dramatic  changes, 
making  outcomes  research  and  objective  measures  more  important  than  ever.  The 
AHCPR  is  the  principal  federal  agency  responsible  for  determining  what  is 
effective  and  cost-effective  in  health  care.  The  ACHPR's  goals  are  to  determine 
what  works  best  in  clinical  practice,  improve  the  cost-effective  use  of  health  care 
resources,  help  consumers  make  more  informed  choices,  and  measure  and  improve 
the  quality  of  care. 

Many  research  projects  funded  by  the  AHCPR  are  gradually  helping  our 
communities  refocus  health  care  so  that  it  is  truly  driven  by  the  needs  of  patients 
and  their  families. 

AACN  is  currently  working  to  educate  consumers  about  the  Patient  Self 
Determination  Act  and  its  importance.  This  act  requires  hospitals  and  nursing 
homes  to  inform  patients  admitted  to  their  facility  about  their  options  in  completing 
an  advanced  directive  or  living  will.    The  act  is  designed  to  help  health  care 
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providers,  patients  and  their  families.  Advanced  directives  such  as  living  wills  and 
medical  power  of  attorney  let  health  care  providers  know  patients'  wishes  in  case 
they  should  become  incapacitated  and  unable  to  make  treatment  decisions.  In 
addition,  advanced  directives  can  do  away  with  much  of  the  wasteful  treatment 
costs  and  wasteful  emotional  cost  of  guilt  and  suffering  as  a  result  of  being  forced 
to  make  difficult  decisions  about  treatment  for  someone  else  without  knowing  their 
wishes.    This  is  of  particular  interest  to  critical  care  nurses. 

As  you  know,  in  1990  Congress  passed  the  Patient  Self  Determination  Act, 
which  AACN  believes  has  made  significant  progress  in  educating  Americans  about 
their  right  to  make  their  own  health  care  choices.  The  Committee's  support  for 
AlICPR  has  provided  AACN  with  the  resources  to  design  a  community  outreach 
program  to  improve  completion  rates  for  advance  directives.  AACN's  program. 
Helping  People  Make  Care  Choices,  has  a  specific  emphasis  on  an  education 
program  stressing  definition  and  documentation  of  care  preferences  so  that  in  the 
event  of  catastrophic  illness  or  injury  and  thus  inability  to  participate  in  health  care 
decision  making,  individual  care  preferences  can  be  honored. 

Funding  for  the  Helping  People  Make  Care  Choices  project  ends  in  FY 
1 996.  I'or  FY  1997.  we  seek  a  two-year  extension  of  funding  to  enable  the  project 
to  expand  to  sites  beyond  California,  in  accordance  with  the  initial  project  design. 

Funding  to  the  AI ICPR  should  reflect  the  key  role  it  plays  in  improving  our 
health  care  delivery  system.  For  FY  1997,  AACN  requests  an  appropriation  of 
SI 60  million  for  AHCPR.  This  figure  will  return  AHCPR  to  its  FY  1995 
funding  level. 

Centers  for  Disease  Control  and  Prevention 

In  light  of  the  country's  changing  health  care  delivery  system  and  decrease 
in  length  of  stays  in  hospitals,  AACN  continues  to  explore  how  critical  care  nurses 
can  work  with  the  primary  care  community  to  become  further  integrated  into  the 
health  care  system  and  to  strengthen  continuity  of  care.  Immunization  is  one  issue 
that  AACN  intends  to  take  on  to  bridge  the  gap  between  acute  care  and  primary 
care.  In  the  future.  AACN  hopes  to  collaborate  with  CDC  on  a  pilot  demonstration 
program  at  various  sites,  whereby  critical  care  nurses  work  with  primary  care 
providers  to  increase  immunization  rates  at  several  select  sites. 


Nursing  Education 

We  at  AACN  believe  that  education  is  fundamental  to  professional  growth 
and  to  excellence  in  clinical  practice  and  optimal  patient  outcomes.  Practitioners 
must  commit  to  life-long  learning  to  assure  they  remain  competent  in  fulfilling  their 
obligations  to  the  patients  and  families  they  serve. 

In  the  interest  of  rationalizing  and  simplifying  program  administration,  FY 
1997  is  proposed  to  be  the  first  transition  year  into  clusters,  consolidated  programs 
addressing  special  health  workforce  needs  and  initiatives.  The  consolidated  Nursing 
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nducation/Practice  Cluster  will  provide  for  a  comprehensive,  flexible,  and  effective 
authority  for  federal  support  of  nursing  workforce  development.  This  authority 
would  provide  support  to  strengthen  the  capacity  for  basic  nurse  education  and 
practice;  train  nurse  practitioners  and  other  advanced  practice  nurses  and  increase 
nursing  workforce  diversity. 

We  arc  pleased  that  the  Administration  has  proposed  an  increase  for  all  the 
nursing  education  programs.  AACN  supports  the  Budget  Request  for 
S70,000,000  for  FY  1997  for  the  Nursing  Education/Practice  Cluster. 


STATEMENT  OF  THE  AMERICAN  SOCIETY  OF  TROPICAL 
MEDICINE  AND  HYGIENE 

The  American  Society  of  Tropical  Medicine  and  Hygiene  (ASTMH)  is 
pleased  to  present  public  witness  testimony  in  support  of  fiscal  year  1997  funding 
for  the  National  Institutes  of  Health  (NIH)  and  the  Centers  for  Disease  Control  and 
Prevention  (CDC).  We  are  a  professional  society  of  3,000  researchers  and 
practitioners  dedicated  to  the  prevention,  detection,  and  treatment  of  infectious  and 
tropical  infectious  diseases. 

Specifically,  we  request  your  support  for  programs  sponsored  by  the  National 
Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  and  the  Fogarty  International 
Center  (FIC)  at  NIH,  and  by  the  National  Center  for  Infectious  Diseases  at  the 
CDC.  We  are  very  appreciative  for  your  commitment  to  these  programs  last  year- 
we  are  aware  that  the  Committee  had  many  worthy  programs  to  consider  and  we 
appreciate  your  making  these  a  top  priority. 

For  fiscal  year  1997,  ASTMH  respectfully  requests  a  6.5%  increase  for  the 
NIH.  We  are  concerned  that  many  worthy  scientific  opportunities  would  go 
unfunded  under  the  Administration's  budget  request,  which  recommends  an  increase 
of  3.3%  for  NIAID  (including  only  a  1.9%  increase  for  non-AIDS  activities)  and 
less  than  1%  for  the  FIC.  For  CDC,  we  urge  the  Committee  to  fund  the 
Administration's  request  of  $87.8  million  for  Infectious  Diseases  activities,  which 
includes  $45.4  million  for  emerging  infectious  diseases,  an  increase  of  $27  million 
over  the  1996  appropriation. 

A  Growing  Threat  to  the  United  States 

At  the  turn  of  the  century,  infectious  diseases  such  as  tuberculosis,  influenza, 
and  rheumatic  fever  were  the  major  cause  of  death  in  the  U.S.  The  incidence  of 
mortality  and  morbidity  due  to  infectious  diseases  has  decreased  significantly  with 
the  introduction  of  vaccines,  antibiotics,  improved  sanitation  measures,  improved 
food  handling  and  preparation,  and  other  measures. 

The  medical  and  scientific  advances  of  the  last  70  years  supported  a 
misconception  that  the  modem,  developed  world  is  safe  from  widespread  infectious 
diseases,  to  the  extent  that  in  1969  the  U.S.  Surgeon  General  boldly  told  Congress 
that  it  is  time  to  "close  the  book  on  infectious  diseases."  However,  infectious 
diseases  and  tropical  infectious  diseases  did  not  disappear,  and  are  in  fact  appearing 
or  reappearing  in  the  United  States  with  increasing  incidence.    Infectious  diseases 
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are  the  world's  leading  killer  and  remain  an  important  cause  of  illness  and  death  in 
the  U.S.  We  are  woefully  unprepared  to  monitor  traditional  infectious  diseases  and 
new  and  emerging  infectious  diseases,  due  to  inadequate  training,  infrastructure,  and 
surveillance. 

How  Serious  is  the  Problem? 

Public  health  officials  are  alarmed  at  the  reemergence  of  diseases  once 
thought  to  no  longer  be  a  threat  in  the  U.S.,  such  as  tuberculosis  and  rabies,  as  well 
as  the  emergence  of  new  infectious  diseases  including  HIV/AIDS,  Lyme  disease. 
Legionnaires'  disease,  hantavirus  pulmonary  syndrome.  Infectious  diseases 
accounted  for  25%  of  all  physician  visits  in  the  U.S.  in  1991.  Officials  are  alarmed 
not  only  by  the  increasing  incidence  of  some  of  these  diseases,  but  also  by  the  fact 
that  many  of  them  --  such  as  TB  and  acquired  hospital  infections  -  are  developing 
multidrug  resistance.  In  1992,  13,000  hospital  patients  died  of  bacterial  infections 
that  were  antibiotic-resistant.  Only  one  antibiotic  (vancomycin)  is  effective  for  40% 
of  hospital  acquired  infections. 

Why  are  Infectious  Diseases  Returning? 

Many  factors  are  behind  the  emergence  and  reemergence  of  infectious  and 
tropical  infectious  diseases-there  is  no  one  simple  answer.  It  is  not  necessarily  the 
pathogens  per  se-many  of  these  infectious  agents  have  been  with  us  for  hundreds 
of  years--but  rather  a  change  in  conditions,  manmade  or  otherwise,  that  allows  for 
their  evolution  and  dissemination.  As  previously  cited,  public  health  authorities  have 
reduced  their  efforts  in  prevention,  surveillance,  and  training.  Among  other  reasons 
are  increased  international  commerce  and  travel,  which  makes  it  easier  to  transmit 
diseases;  urbanization  and  inadequate  sanitation;  ecological  changes  such  as 
deforestation  and  increased  agricultural  production  that  have  disturbed  natural 
habitats;  and  increased  drug  resistance,  due  in  part  to  misuse  and  abuse  of 
antibiotics. 

CDC 

In  1991.  an  Instimte  of  Medicine  (lOM)  Committee,  consisting  of  experts 
from  a  variety  of  disciplines  including  epidemiology,  immunology,  food  safety, 
virology,  molecular  biology,  entomology,  parasitology  and  other  areas  was  charged 
to  identify  significant  emerging  infectious  diseases,  determine  what  might  be  done 
to  address  them,  and  recommend  how  similar  future  threats  might  be  confronted  to 
lessen  their  impact  on  public  health. 

In  response  to  the  lOM's  widely  circulated  1992  report  and  recommendations, 
the  CDC  developed  a  strategy,  "Addressing  Emerging  Infectious  Disease  Threats: 
A  Prevention  Strategy  for  the  United  States,"  which  consists  of  four  major  goals  for 
revitalizing  our  ability  to  identify,  contain,  and  prevent  emerging  diseases:  (1) 
surveillance;  (2)  applied  research;  (3)  prevention  and  control;  and  (4)  developing 
infrastructure.  We  appreciate  the  support  Congress  has  provided  to  implement  the 
prevention  plan,  which  has  enabled  CDC  to  begin  to  address  the  highest  priorities, 
and  we  are  encouraged  that  the  Administration  has  requested  a  very  significant 
increase  for  emerging  infectious  disease  activities. 

To  date,  most  of  CDC's  effort  has  been  directed  at  surveillance,  and  nearly 
50%   ($21   million)  of  the  Administration's  $45  million  request  for  emerging 
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infectious  diseases  for  fiscal  year  1997  would  be  for  surveillance  and  response 
activities.  ASTMH  agrees  that  surveillance  is  a  necessary  part  of  the  strategy 
against  emerging  infections;  however,  we  believe  the  1997  funding  request  for 
emerging  infectious  disease  programs  at  CDC  offers  an  opportunity  to  focus  on  the 
applied  research  and  infrastructure  components  of  their  prevention  strategy. 
Surveillance  networks  and  reporting  systems  require  a  foundation  of  laboratory 
support -reliable  data  on  disease  incidence  depends  on  the  quality  of  the  medical  and 
public  health  laboratories  that  supply  the  information.  Furthermore,  while 
surveillance  networks  are  effective  for  "common"  infectious  diseases,  they  often  lack 
the  ability  to  detect  and  accurately  identify  new,  exotic  or  non-reportable  diseases. 
For  example,  consider  how  many  cases  of  the  Sin  Numbre  hantavirus  were  reported 
as  viral. pneumonia  or  as  an  unexplained  pulmonary  disorder  before  its  true  etiology 
was  determined. 

A  major  reason  for  the  decline  of  infectious  disease  surveillance  in  the  United 
States  is  the  deterioration  of  local,  state,  and  federal  health  laboratories.  Thirty 
years  ago,  CDC  was  the  premier  public  health  reference  laboratory  in  the  nation. 
For  a  variety  of  reasons,  including  the  misperception  that  infectious  diseases  were 
under  control,  the  development  of  new  CDC  programs  on  social  and  environmental 
health  problems,  and  budget  constraints,  the  CDC  infectious  disease  laboratory 
capacity  began  to  decline.  We  now  find  that  our  infectious  disease  diagnostic 
capabilities  are  inadequate  and  unequipped  to  handle  the  threat  of  new  and  emerging 
diseases.  Diagnostic  laboratory  capabilities  must  be  upgraded  and  revitalized 
at  the  national  and  state  levels  if  we  are  to  meet  the  challenge  of  emerging 
infectious  diseases.  We  respectfully  request  the  Committee  to  encourage  the  CDC 
to  vigorously  pursue  the  applied  research  and  infrastructure  goals  of  their  strategic 
plan. 
NIAID 

NIAID  is  the  primary  supporter  of  extramural,  university -based  research  on 
tropical  infectious  diseases.  NIAID  fills  a  critical  role  in  basic  and  clinical  research 
on  microbiology  and  infectious  diseases  in  the  Nation's  efforts  against  emerging  and 
reemerging  diseases,  including  research  enabling  the  development  of  diagnostic  tests, 
treatments,  and  vaccines.  Among  the  goals  of  NIAID's  agenda  for  emerging 
diseases  are  the  support  of  training  of  investigators;  expansion  of  research  on 
ecologic  and  environmental  factors;  expansion  of  research  on  microbial  changes; 
expansion  of  research  on  host  interactions  with  pathogens;  and  the  development  of 
control  strategies.  In  1996,  NIAID  awarded  two  (2)  four-year  program  project 
grants  for  research  on  hantaviruses  and  other  emerging  viral  threats  to  investigators 
at  the  University  of  Texas  Center  for  Tropical  Diseases,  in  Galveston,  and  at  Scripps 
College  in  California.  Further,  the  basic  research  supported  by  NIAID  is  critical  to 
the  research  mandates  of  the  CDC,  the  Department  of  Defense,  and  the  U.S.  Agency 
for  International  Development. 

NIAID's  special  programs  for  tropical  infectious  diseases  -  the  International 
Collaboration  in  Infectious  Disease  Research  (ICIDR)  program,  the  Tropical 
Medicine  Research  Centers  (TMRC)  program;  and  the  tropical  disease  research  units 
(TDRU)  program  -  are  key  components  to  the  NIAID  mission.  These  programs 
have  taken  on  added  importance  as  the  percentage  of  investigator-initiated  approved 
grants  that  are  funded  has  declined  over  the  last  several  years.  We  urge  your 
continued  support  of  these  initiatives. 
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Fogarty  International  Center 

The  Fogarty  International  Center  (FIC)  is  well-situated  to  establish  scientific 
linkages  between  U.S.  research  institutions  and  regions  of  the  world  where  tropical 
diseases  are  most  prevalent  and  new  infectious  agents  are  most  likely  to  occur.  A 
major  objective  of  the  FIC  is  to  develop  and  support  teams  of  scientists  in 
international  regions  that  provide  unique  opportunities  to  study  infectious  diseases. 

Of  particular  interest  is  the  International  Research  and  Training  Program  on  New 
and  Emerging  Infectious  Diseases,  which  supports  cooperative  research  and  training 
in  regions  of  the  world  that  are  the  potential  origin  of  new  emerging  infectious 
diseases.  The  NIAID  and  the  CDC  are  partners  in  the  Fogarty  program.  We 
encourage  the  Committee  to  provide  the  FIC  with  the  necessary  resources  to 
continue  these  important  international  collaborations. 

CISET  Report 

In  December  1994,  a  U.S.  Government  interagency  working  group  on 
emerging  infectious  diseases  was  established  under  the  Committee  on  International 
Science,  Engineering,  and  Technology  (CISET)  of  the  President's  National  Science 
and  Technology  Council.  The  CISET  group  was  charged  with  reviewing  the  U.S. 
role  in  the  detection,  reporting,  and  response  to  outbreaks  of  infectious  diseases. 

CISET  issued  its  report  in  December  1995  and  recommended  that  the  U.S. 
Government  work  with  other  countries,  the  World  Health  Organization,  and  other 
international  organizations  to  improve  worldwide  disease  surveillance,  response, 
research,  and  training.  No  single  nation  has  the  resources  or  capability  to  address 
the  threat  of  emerging  infectious  diseases.  Rather,  developed  and  developing  nations 
must  work  together  and  share  the  cost  of  this  enormous  task. 

Is  There  Hope? 

Despite  the  reemergence  of  infectious  diseases,  there  have  been  encouraging 
success  stories.  The  most  obvious  success  was  the  eradication  of  smallpox  in  1977. 
We  have  eradicated  polio  in  the  Western  Hemisphere  and  we  are  well  on  our  way 
to  eradicating  it  worldwide,  which  will  save  the  U.S.  $230  million  annually.  More 
recently.  CDC  experts  have  identified  the  Sin  Nombre  hantavirus,  elucidated  the  role 
of  cooking  practices  in  preventing  infection  with  toxic  strains  of  EColi  bacteria, 
participated  in  the  identification  and  the  prevention  of  the  spread  of  the  pneumonic 
plague  in  India,  and  assisted  in  controlling  the  Ebola  outbreak  in  Zaire. 

Only  through  continued  federal  support  for  biomedical  research,  including 
support- for  basic  research,  clinical  research,  research  training,  and  infrastructure, 
can  we  continue  to  build  on  yesterday's  accomplishments  and  prevent  and  treat 
diseases  of  tomorrow. 


STATEMENT  OF  DR.  KENNETH  M.  VISTE,  JR.,  ON  BEHALF  OF 
THE  AMERICAN  ACADEMY  OF  NEUROLOGY 

I  am  Kenneth  Viste.  M  D  of  Oshkosh,  Wisconsin,  President  of  the  American 
Academy  of  Neurology  and  Immediate  Past  Chair  of  the  Legislative  Council  of  the 
American  Medical  Association    I  am  testifying  today  on  behalf  of  the  American 
Academy  of  Neurology  which  is  a  professional  society  of  approximately  13,000 
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physicians  and  neuroscientists.  Members  of  the  Academy  include  practicing 
physicians,  academic  physicians  and  researchers. 

My  testimony  today  focuses  on  the  NIH  budget,  and  in  particular  on  programs 
related  to  brain  research.  I  want  to  commend  the  Committee  for  its  work  on  the  fiscal 
year  1996  appropriation  for  the  National  Institutes  of  Health  which  will  enable  the 
NIH  to  continue  its  support  of  innovative,  basic  and  clinical  research. 

In  particular,  I  wish  to  stress  the  importance  of  brain  research.  Last  year  I 
testified  in  favor  of  a  Brain  Research  Initiative  to  capitalize  upon  many  of  the  recent 
findings,  resulting  from  the  National  Institute  on  Neurological  Disorders  and  Stroke 
and  other  NIH  support  of  neurological  research.  I  am  happy  to  report  that  there  is 
progress  regarding  Brain  Research,  in  large  part  through  the  support  of  the  Congress, 
and  particularly  this  Subcommittee,  but  also  because  of  interest  in  the  private  sector 
and  support  from  the  NIH. 

In  particular,  I  want  the  Committee  to  be  aware  of  the  excellent  work  of 
Dr.  Hall  the  Director  of  the  National  Institute  on  Neurological  Disorders  and  Stroke 
in  managing  NINDS  and  in  stimulating  cooperative  research  ventures  throughout  the 
National  Institutes  of  Health.  Dr.  Hall  and  Dr.  Varmus  have  established  a  cooperative 
venture  among  the  many  interested  Institutes  and  programs  at  NIH  on  a  Brain 
Research  Initiative    Specific  fijnds  have  been  identified  for  an  inter-Institute  and 
agency  Brain  Research  Initiative  in  fiscal  year  1996  and  we  believe  that  the  fiscal  year 
1997  budget  includes  special  emphasis  on  brain  research.  Other  participants  in  this 
Brain  Research  Initiative  include  the  Dana  Foundation  and  the  Dana  Alliance  which 
are  active  in  the  private  sector. 

Brain  research  involves  efforts  to  determine  the  cause  and  to  treat  conditions 
as  diverse  as  schizophrenia  and  spinal  cord  injury.  Our  efforts  to  learn  about  the 
mechanisms  of  brain  function  have  enabled  us  to  make  major  progress  in  recent  years 
in  dealing  with  spinal  cord  injury,  ALS,  Parkinson's  Disease,  stroke,  Alzheimer's 
Disease,  Huntington's  Disease,  and  multiple  sclerosis.  Developments  are  also 
occurring  in  head  injury,  epilepsy,  and  developmental  disorders.  These  developments 
hold  promise  for  dealing  with  all  conditions  involving  the  brain. 

One  in  five  Americans  is  affected  by  a  brain  related  problem.  The  problem 
may  be  chronic  pain,  such  as  migraine  headaches,  memory  loss,  or  depression;  or  the 
problem  may  occur  swiftly  such  as  stroke,  head  injury,  or  spinal  cord  injury.  Some  of 
these  conditions  can  be  fatal,  such  as  stroke.  All  produce  serious,  costly  disability. 
The  Dana  Foundation  and  the  Dana  Alliance  for  Brain  Initiatives  estimated  that  the 
cost  of  brain  disorders  is  "more  than  one-half  trillion  dollars  a  year." 

I  would  like  to  have  inserted  in  the  record  a  document  of  the  Dana  Alliance 
for  Brain  Initiatives  which  includes  these  economic  estimates  and  data  as  to  progress 
in  brain  research. 

Stroke  Research 

As  you  know,  stroke  is  the  third  leading  cause  of  death  in  the  United  States. 
Each  year  approximately  500,000  Americans  suffer  a  stroke  and  the  cost  estimated  to 
flow  from  stroke  and  the  disability  which  it  produces  are  approximately  $25  to 
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$30  billion  a  year.  Stroke  research  has  never  received  the  emphasis  that  other  major 
diseases  related  to  death  and  disability,  such  as  cancer,  heart  disease,  and  diabetes, 
have  received.  One  of  the  reasons  for  this  is  that  there  has  been  little  in  the  way  of 
research  opportunity  in  this  field,  but  that  has  changed. 

Research  sponsored  by  the  National  Institutes  of  Health  has  produced  in  the 
last  few  years  major  new  findings  improving  the  ability  of  the  medical  care  system  to 
respond  to  stroke  and  prevent  its  disabling  affects.  Most  recently,  reported  in  the 
December  14,  1995,  issue  of  the  New  England  Journal  of  Medicine,  positive  results 
have  been  shown  by  the  5-year  clinical  trial  involving  the  clot  dissolving  drug  t-PA 
and  its  use  in  treating  acute  ischemic  stroke.  This  trial  establishes  that  the  use  of  t-PA 
within  3  hours  of  the  initial  symptoms  of  the  stroke  produced  remarkable 
improvement  in  treatment.  This  study  indicated  dramatic  improvement  at  the  end  of 
three  months  with  the  number  of  patients  with  complete  or  almost  complete  recovery 
increasing  by  30%  over  what  would  normally  be  expected.  Other  positive  stroke 
research  results  in  the  past  few  years  include  surgical  interventions  and  the  use  of 
warfarin,  and  aspirin  in  preventing  stroke.  Surgical  intervention  through  carotid 
endarterectomy  substantially  reduced  the  risk  for  stroke.  As  the  Dana  Alliance 
progress  report  on  brain  research  indicates,  by  the  year  2000,  "we  can  expect  an 
explosive  rate  of  discovery  and  enormously  improved  prevention  and  treatment, 
including  drugs  that  will  protect  brain  tissue  from  ischemia  and  dissolve  clots  in  artery 
walls  " 

Alzhgimgr's  Disease 

Four  million  Americans  have  Alzheimer's  Disease  today.  The  number  with  the 
disease  will  increase  to  seven  million  by  the  early  part  of  the  21  st  century.  In  the  past 
year,  scientists  supported  by  the  NINDS  and  the  National  Institute  on  Aging  have 
found  two  genes  linked  to  familial  Alzheimer's  disease.  These  genetic  findings  lay  the 
ground  work  for  further  research  which  will  relate  to  the  development  of  effective 
treatments  including  the  development  of  appropriate  animal  models  for  treatment 
experimentation. 

Stroke  and  Alzheimer's  disease  are  two  of  the  most  feared  and  prevalent 
diseases  facing  our  nation    The  Brain  Research  Initiative  is  obviously  of  great 
importance  in  dealing  with  these  diseases. 

Huntington's  Disease 

Other  major  developments  related  to  the  Brain  Research  Initiative  include 
additional  findings  regarding  the  genetic  basis  of  Huntington's  Disease.  A  test  has 
also  been  developed  to  screen  for  Huntington's  Disease. 

Parkinson's  Disease 

Using  highly  sophisticated  imaging  techniques,  researchers  have  pinpointed 
damaged  nerve  cells.  Drug  interventions,  transplant  interventions  and  gene  therapy 
are  being  tried  in  animal  models. 

Another  dramatic  finding  arising  from  NINDS-supported  research  relates  to 
the  relationship  between  high  levels  of  vitamin  A  during  pregnancy  and  the  incidents 
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of  birth  defects.  The  research  shows  that  women  who  consume  vitamin  A  at  levels 
substantially  above  the  recommended  daily  allowance  have  substantially  greater  risks 
for  birth  defects  in  their  children.  This  finding  obviously  guides  us  toward  nutritional 
management  during  pregnancy  which  can  have  a  major  impact  on  reduced  birth 
defects  and  reduced  infant  and  adult  disability.  This  research  was  recently  reported  in 
The  New  England  Journal  of  Medicine. 

Mr.  Chairman,  these  developments  and  others  in  fields  such  as  head  injury, 
muscular  dystrophy,  multiple  sclerosis,  and  epilepsy  indicate  the  significance  of 
continued  and  expanded  support  for  the  Brain  Research  Initiative  that  this  Congress 
and  the  National  Institutes  of  Health,  as  well  as  the  private  sector,  have  developed. 
The  Academy  of  Neurology  is  working  closely  with  the  Dana  Alliance  to  enhance 
public  awareness  with  respect  to  brain  disorders  and  the  new  methods  of  managing 
them  as  well  as  the  potential  for  new  research.  The  American  Academy  of  Neurology 
has  also  launched  an  informational  initiative  called  "The  Brain  Matters,"  to  educate 
the  American  public  and  primary  care  physicians  about  the  severity  and  scope  of 
neurologic  disease.  Through  this  national  campaign,  we  will  raise  the  public's 
understanding  and  knowledge  of  these  complex  diseases~and  build  greater  support 
for  the  research  dollars  you  appropriate.  We  would  urge  you  to  continue  the  work 
you  began  in  1 995  and  support  increases  for  NIH  similar  to  those  in  the  1 996 
appropriation.  We  would  also  urge  that  you  provide  substantial  additional  fijnding  for 
the  Brain  Research  Initiative  which  is  now  underway. 

Clinical  Research  Needs 

Finally,  we  are  very  supportive  of  the  policies  on  clinical  research  included  in 
the        Committee  Report  on  the  fiscal  year  1996  appropriations  bill.  In  that  report, 
the  Committee  echoes  the  concerns  expressed  by  the  Institute  of  Meditine  with 
regard  to  clinical  research  and  clinical  research  training.  In  particular,  we  are 
supportive  of  references  by  the  Committee  to  the  need  for  expanding  clinical  research 
training  opportunities  and  the  General  Clinical  Research  Centers  program    In  this 
connection,  the  Academy  strongly  supports  the  legislation  recently  introduced  by 
Senator  Hatfield,  S.  1534,  the  Clinical  Research  Enhancement  Act,  which  essentially 
provides  support  for  many  of  the  areas  identified  as  priorities  in  the  House  Committee 
Report  including  research  training  in  clinical  research  and  funds  for  individual 
research  grants  in  clinical  research. 

In  1994,  the  American  Academy  of  Neurology  approved  the  report  of  a  study 
done  by  its  Scientific  Issues  Committee  on  "The  Status  of  Clinical  Research  in 
Neurology."  The  report  was  published  in  the  Journal  Neurology  in  April  1995.  The 
gist  of  the  report  is  that  there  is  a  clinical  research  crisis  in  neurology,  which  echoes 
problems  in  other  fields  of  medicine.  Data  published  in  this  study,  collected  for  the 
years  1991,  1992,  and  1993,  indicate  that  clinical  research  grants  fijnded  by  the 
NINDS  represented  only  about  10%  of  total  ROl,  FIRST  and  similar  research  grant 
programs  in  these  years.  In  fiscal  year  1992,  only  2  of  42  new  ROI  grants  were 
clinical  research  grants,  although  in  1 993  that  percentage  increased  to  about  20%. 
The  success  rate  for  research  submitted  by  M.D.s  compared  to  Ph  D.s  at  the  National 
Institute  on  Neurological  Disorders  and  Stroke  was  far  lower  in  1992.  13%  compared 
to  20%    Another  problem  is  that  there  is  less  research  training  for  clinical 
investigators  than  basic  scientists. 
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At  this  point  in  time  in  brain  research,  with  basic  science  producing  so  many 
opportunities  in  clinical  research,  we  need  to  make  sure  that  clinical  research  is 
adequately  supported  by  NIH  and  the  National  Institute  on  Neurological  Disorders 
and  Stroke    Our  report  on  clinical  research  urged  expansion  of  the  general  clinical 
research  centers  program,  new  programs  of  support  for  clinical  research  and  greater 
clinical  research  training. 

It  is  for  these  reasons  that  we  in  neurology  are  especially  supportive  of 
initiatives  in  clinical  research  such  as  those  alluded  to  in  the        Committee  Report  for 
the  fiscal  year  1996  Labor,  Health  and  Human  Services  and  Education  bill  and 
included  in  the  provisions  of  S.  1 534, 

STATEMENT  OF  THE  AMERICAN  SOCIETY  FOR  PARENTERAL 
AND  ENTERAL  NUTRITION  AND  THE  AMERICAN  SOCIETY 
FOR  CLINICAL  NUTRITION 

Like  probably  all  of  the  witnesses  testifying  before  this  Subcommittee  on  the 
NIH  budget,  we  wish  to  commend  the  Chairman,  the  Chairman  of  the  full  Committee, 
and  the  members  of  the  Committee  for  the  bill  which  was  enacted  regarding  NIH 
funding  for  fiscal  year  1996    The  scientific  community,  health  care  providers,  and  the 
consumers  of  health  care  owe  you  all  a  debt  of  gratitude  for  your  continued  support 
of  NIH  research  particularly  in  these  times  of  continuing  high  deficits.  A  5.6% 
increase  in  funding,  while  certainly  less  than  historical  growth  rates  for  NIH,  is  a 
remarkable  achievement  and  you  have  our  gratitude  for  your  actions. 

Your  actions  have  not  only  helped  the  scientific  community,  they  have  helped 
all  Americans  because  NIH  research  is  about  finding  and  applying  answers  for  the 
public  health  problems  facing  all  of  us  and  our  families.  Research  regarding  nutrition, 
diet,  and  disease  prevention  and  management  is  a  great  example  of  the  value  of 
biomedical  research.  Expanded  NIH  fijnding  enables  the  nutrition  research 
community  to  find  methods  of  preventing  heart  disease  and  cancer  and  better 
managing  other  diseases 

In  addition,  I  wish  to  emphasize  the  gratitude  of  the  nutrition  research 
community  for  your  efforts  in  identifying  nutrition  research  as  a  major  priority  for  the 
NIH    Your  Committee  Report  makes  it  abundantly  clear  that  research  regarding 
nutrition  is  a  priority  which  cuts  across  all  NIH  institutes.  In  fact,  at  least  six 
Institutes  and  agencies  within  NIH  each  devote  $20  million  or  more  to  research  in  the 
area  of  nutrition  with  the  highest  dollar  amounts  provided  by  the  National  Cancer 
Institute,  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases,  and 
the  National  Heart,  Lung,  and  Blood  Institute  each  of  which  provide  over  $75  million 
in  nutrition  research  funding.  It  has  been  the  strong  Congressional  direction  to  the 
NIH  which  has  kept  it  focused  on  research  related  to  prevention  in  general  and 
research  related  to  nutrition  in  particular.  We  certainly  hope  that  the  Committee  will 
continue  to  stress  the  importance  of  research  regarding  nutrition  and  prevention  in  the 
1997  fiscal  year  bill. 

Heart  Disease  and  Folic  Acid 

The  emphasis  in  your  bill  on  research  in  nutrition  in  both  the  basic  sciences 
and  clinical  sciences  has  led  to  a  number  of  important  developments  in  nutrition 
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science,  many  of  which  have  been  in  the  press  recently.  Just  last  week,  the 
Washington  Post  carried  an  article  describing  the  recent  findings  of  the  National 
Heart,  Lung,  and  Blood  Institute  expert  panel  on  homocysteine  and  its  significance  as 
a  risk  factor  regarding  heart  disease  and  stroke.  Based  on  animal  research  and 
epidemiologic  studies,  the  panel  found  that  excess  homocysteine  is  a  significant  risk 
factor  for  both  diseases  and  that  folic  acid  has  the  effect  of  eliminating  excess 
homocysteine  in  the  system.  Substantial  research  is  still  necessary  to  establish 
whether,  in  fact,  folic  acid  would  be  an  effective  preventive  intervention  of  heart 
disease  and  stroke. 

Other  Recent  Pcvglopments 

•  To  quote  the  February  16,  1996,  edition  of  Science,  "nowhere  has  science 
been  moving  faster  in  the  past  year  than  in  the  study  of  obesity.  "  Genes  have 
been  identified  in  mice  which  relate  to  obesity.  In  December  1995, 
researchers  cloned  DNA  that  encodes  the  receptor  through  which  the  protein 
product  of  the  gene  acts.  Abnormalities  in  the  receptor  gene  as  described  in 
obese  mice  and  rats  are  likely  to  have  particular  relevance  to  human  obesity. 

•  Findings  from  the  NICHD  research  on  dramatic  reduction  in  low  birth  weight 
by  improved  nutritional  services 

•  National  Cancer  Institute  program  project  initiatives  regarding  nutrition  and 
cancer  prevention 

•  A  major  NBLBI  program  regarding  the  relationship  of  gene-nutrient 
interaction  and  congenital  heart  defects. 

Despite  these  and  other  developments,  we  need  continued  emphasis  on 
nutrition  research  as  part  of  a  preventive  research  strategy  at  NIH.  Recently,  the 
National  Science  and  Technology  Council  established  in  the  Executive  Office  of  the 
President  issued  a  report  (February  1996)  which  confirms  that  "the  United  States  is 
currently  experiencing  a  major  epidemic  of  obesity,  beginning  in  the  eariiest  childhood 
years.  "  The  professional  and  scientific  communities  in  the  nutrition  area  confirm  this 
finding.  The  report  states  that  obesity  is  linked  directly  to  5  of  the  10  major  causes  of 
death,  heart  disease,  cancer,  stroke,  diabetes,  and  hypertension.  The  annual  economic 
cost  of  obesity  is  estimated  by  the  National  Science  and  Technology  Council  Report 
to  be  $86  billion  a  year.  In  addition,  the  Surgeon  General's  report  "On  Health  In  The 
Year  2000"  and  other  studies  have  established  that  diet  ranks  second  only  to  smoking 
in  its  association  with  cancer  and  that  approximately  70%  of  all  Type  2  diabetics  are 
obese.  Obesity  and  sodium  and  calcium  intake  all  contribute  to  the  prevalence  and 
severity  of  hypertension  and  inadequate  diet  during  pregnancy  is  definitely  associated 
with  the  incidence  of  low  birth  weight  infants  and  neurotube  defects  in  the  fetus. 
Nutrition  is  an  important  element  in  critical  care  and  in  the  care  of  hospitalized,  frail 
elderiy,  but  the  utility  of  nutritional  interventions  in  these  areas  needs  ftirther 
assessment.  Clearly,  problems  associated  with  diet  and  nutrition  are  still  prevalent 
and  a  major  cause  of  disease. 

Emphases  of  the  Fiscal  Year  1997  Budget 

We  certainly  agree  with  recent  recommendations  by  the  FASEB  and  Ad  Hoc 
Coalition  for  Biomedical  Research  for  a  6.5%  increase  in  the  NIH  budget. 
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We  would  like  to  stress  some  specific  aspects  of  the  MH  budget  for  1997 
however.  We  think  it  is  critically  important  that  NIH  retain  a  substantial  capacity  to 
undertake  clinical  research.  While  we  are  certainly  supportive  of  basic  science  as 
well,  we  believe  clinical  research  needs  special  emphasis,  including  enactment  of 
Senator  Hatfield's  bill  S.I 534  and  support  for  clinical  research  centers 

Enhancine  Clinical  Research 

Clinical  or  patient-oriented  research  and  basic  research  must  be  integrated  to 
effectively  deal  with  our  public  health  problems.  Nutrition  is  a  great  example  of  this. 
The  recent  priority  by  NIH  on  bionutrition  has  emphasized  the  linkage  of  basic 
science  and  patient-oriented  research.  While  clinical  research  may  be  costly,  it  is  not 
necessary  to  utilize  only  large  and  very  costly  epideniologic  studies  or  clinical  trials  to 
study  and  research  human  disease.  More  than  $1  billion  has  been  allocated  for  clinical 
trials  at  the  National  Institutes  of  Health.  But,  clinical  interventions,  particularly  in 
nutrition,  can  often  be  studied  most  efficiently  by  the  intensive  observation  of  small 
numbers  of  subjects  in  specialized  clinical  settings.  The  clinical  nutrition  research 
units  and  nutrition  and  obesity  centers  of  the  National  Institute  of  Diabetes  and 
Digestive  and  Kidney  Diseases  are  wonderful  examples  of  such  settings.  A  Clinical 
Nutrition  Research  Unit  (CNRU)  or  similar  program  project  can  be  funded  for  about 
$750,000.  These  centers  generate  important  studies  applying  new  basic  science 
findings  to  the  solution  of  human  health  problems. 

Center  Funding 

Centers,  in  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney 
Diseases,  have  not  received  an  increase  in  funding  for  5  years  at  least.  The  effect  of 
this  is  to  reduce  program  capacity  by  25%  to  35%  at  times  when  we  should  be  at  least 
continuing  that  capacity  at  current  levels.  The  centers  programs  of  the  National 
Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  and  other  Institutes  which 
have  been  without  increases  should  receive  some  increase  in  the  1997  budget. 

We  would  urge  expansion  of  fijnding  for  the  National  Center  for  Research 
Resources  and  its  General  Clinical  Research  Center  program.  About  $15  million  is 
spent  on  research  related  to  clinical  nutrition,  including  obesity,  in  these  centers    In 
this  connection,  we  strongly  support  legislation  recently  introduced  by  Senator 
Hatfield,  S.  1534,  the  Clinical  Research  Enhancement  Act.  This  legislation  would 
expand  the  scope  and  funding  of  General  Clinical  Research  Centers  (G,CRCs), 
clinical  research  training,  and  FIRST  awards  in  clinical  research.  It  would  also 
implement  many  recommendations  which  have  been  made  to  make  the  peer  review 
system  more  responsive  to  clinical  research.  Your  Committee  Report  on  the  FY  1996 
bill  identifies  these  same  needs  and  calls  on  NIH  to  report  on  progress  in  these  areas. 

Physician  Nutrition  Specialists 

Physicians  have  unique  opportunities  and  responsibilities  to  stimulate  clinical 
research,  appropriate  nutrition,  and  physical  activity  behavior,  one  of  the  outstanding 
initiatives  proposed  in  the  Office  of  Science  and  Technology  Policy  publication 
"Meeting  the  Challenge."  Unfortunately,  this  generation  of  physicians  is  generally 
unprepared  to  meet  this  challenge.  The  single  most  important  step  in  achieving 
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effective  nutrition  education  for  medical  students  and  physicians--a  goal  long  sought 
by  the  US.  Congress—is  to  develop  a  recognized  career  structure  and  identify  salary 
support  for  physician  nutrition  specialists  in  clinical  research  and  education  in  order 
that  they  may  have  a  leadership  role  as  educators  of  their  peers  and  the  next 
generation  of  physicians,  especially  those  in  primary  care  medicine.  Specific  support 
from  the  federal  government,  as  well  as  the  private  sector,  will  be  essential  to  achieve 
this  goal. 

Clinig^l  Rgsgqrgh;  Nyitntipn  Support 

We  also  support  implementation  of  the  research  agenda  identified  in  the  NIH 
co-sponsored  "Conference  on  the  Current  Role  of  Nutrition  Support "  This 
conference  has  together  many  of  the  worid's  experts  on  clinical  nutrition  to  examine 
what  is  currently  and  what  needs  further  study  regarding  nutrition  support.  We 
strongly  urge  the  Subcommittee  to  emphasize  the  importance  of  addressing  the 
research  needs  identified  by  this  conference  such  as  the  following; 

•  Indications  for  the  use  of  parenteral  and  enteral  nutrition  in  patients  post- 
operatively; 

•  Nutrient  Pharmacology  (i.e.  the  role  of  Glutamine  and  Arginine  in  PEN); 

•  The  role  of  anabolic  treatments  (i.e.  human  growth  hormones,  anabolic 
steroids)  including  their  role  in  the  treatment  of  critical  illness  and  decubitus 
ulcers. 

Nutrition.  Critical  Care,  and  Wasting  Diseases 

The  1992  National  Institutes  of  Health  amendments  called  for  a  focus  on 
trauma  and  critical  care  research  and  on  the  role  of  nutrition  regarding  critical  care. 
An  NIH  Task  Force  was  established  to  oversee  this  area  of  research  activity.  Feeding 
critically  ill  patients  via  nutritional  interventions  such  as  parenteral  and  enteral 
nutrition  improves  their  health  by  reversing  starvation  and  by  supporting  the 
metabolic  response  to  injury  and  infection.  Recent  research  has  defined  an  important 
role  for  certain  nutrients  which  limit  the  harmful  effects  of  inflammation,  injury,  and 
infection.  Because  these  therapies  have  major  effects  on  the  body's  natural  defense 
mechanisms,  studying  their  role  in  diseases  such  as  AIDS,  cancer,  trauma,  sepsis  and 
inflammatory  bowel  disease  represent  important  strategies  to  bring  basic  research 
findings  to  clinical  relevance  and  reality.  We  would  urge  the  Subcommittee  to  place 
an  emphasis  on  research  related  to  the  role  of  nutrition  in  the  critical  care  and  in  the 
management  of  wasting  diseases  such  as  AIDS  and  cancer. 

Obesity 

In  the  journal  Obesity  Research.  November  1994,  the  recommendations  of  the 
National  Task  Force  on  Prevention  and  Treatment  of  Obesity  were  issued.  The  Task 
Force  published  data  that  show  the  prevalence  of  obesity  having  increased  by  30%  in 
adults  during  the  past  decade,  Over  50  million  Americans  are  obese.  Over  50%  of 
some  minorities  are  overweight.  The  Task  Force  recommended,  and  we  endorse, 
expanding  obesity  research,  which  is  supported  by  at  least  10  Institutes,  from  its  $34 
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million  base  in  FY  1995  to  $100  million  over  the  next  5  years    The  nutrition  research 
community  also  urges  that  NIH  focus  on  a  number  of  important  clinical  research 
activities  in  the  obesity  area.  Of  primary  importance  would  be  research  on  the  use  of 
medication  to  manage  obesity.  Basic  research  findings  regarding  obesity  have  enabled 
us  to  productively  investigate  the  role  of  drug  therapy  in  controlling  weight 

On  March  6,  in  testimony  before  the  Senate  Labor  &  Human  Resources 
Committee  regarding  research  at  NIH,  Dr.  Varmus  used  obesity  as  an  example  of 
well-managed  trans  NIH  research  activity.  He  identified  six  issue  areas  which  still 
need  to  be  confi-onted:  prevalence  of  obesity;  definition  of  obesity;  causative  factors; 
medical  conditions  to  which  it  predeposes,  prevention  and  treatment  strategies.  His 
statement  indicates  that  obesity  is  second  only  to  tobacco  as  a  disease  risk  factor,  and 
unlike  tobacco,  use  is  growing  in  prevalence  among  consumers.  Obesity  is  associated 
with  at  least  1 2  major  diseases  including  heart  disease,  some  cancers  such  as  breast 
and  colon  cancer,  stroke,  diabetes,  hypertension,  gout  and  osteoarthritis.  It  is 
accountable  for  about  300,000  deaths  and  an  economic  burden  of  50  to  100  billion 
dollars    With  an  enhanced  effort  on  obesity  research,  we  would  be  taking  steps  to 
prevent  many  diseases  and  to  support  many  institutes  and  agencies. 

Office  of  Dietary  Supplements 

The  Office  of  Dietary  Supplements  was  created  by  law  as  part  of  legislation 
related  to  food  labeling  requirements.  The  purpose  of  the  Office  is  to  support 
investigation  with  respect  to  the  role  of  dietary  supplements  in  maintaining  and 
improving  health.  The  law  authorizes  fianding  of  $5M.  We  would  strongly  support 
the  funding  of  the  fiill  authorization  and  urge  that  some  funds  be  used  to  determine 
the  role  and  effect  of  pharmacological  supplements  such  as  arginine  and  glutamine 
We  believe  the  Office  of  Dietary  Supplements  has  established  a  sound  research 
agenda  for  this  Office  and  that  $5  million  can  be  very  effectively  used  by  the  Office. 


STATEMENT  OF  DR.  WISE  YOUNG,  ON  BEHALF  OF  THE  NA- 
TIONAL CENTER  FOR  MEDICAL  REHABILITATION  RESEARCH 
[NCMRR] 

Distinguished  Chairman  and  Members  of  the  Subcommittee: 

Thank  you  for  the  opportunity  to  submit  written  testimony  before  this 
subcommittee  on  an  issue  that  has  stimulated  widespread  public  interest  since  the 
disabling  injury  sustained  by  Christopher  Reeve;  medical  rehabilitation  research.  I  am 
Wise  Young,  M  D.,  Ph  D.,  a  professor  in  the  Department  of  Neurosurgery  at  NYU 
Medical  Center    I  sit  on  the  Advisory  Board  of  the  National  Center  for  Medical 
Rehabilitation  Research  (NCMRR)  at  the  National  Institutes  of  Health  (NIH)  and  also 
on  the  recently  formed  Institute  of  Medicine  Committee  to  Assess  Rehabilitation 
Science  and  Engineering  (lOM  CARSE)  charged  by  Congress  to  review  rehabilitation 
research  across  Federal  agencies.  I  am  not  representing  either  of  these  committees  in 
any  official  capacity    My  written  testimony  represents  my  personal  views  and  those 
ofthe  NCMRR  Coalition 

The  NCMRR  Coalition  is  a  group  of  approximately  twenty-five  consumer, 
physician,  and  provider  organizations  supportive  of  disability  and  rehabilitation 
research  conducted  by  the  National  Center  for  Medical  Rehabilitation  Research 
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(NCMRR)    The  NCMRR  Coalition  is  grateful  to  this  subcommittee  and  in  particular 
Chairman  Specter  for  the  strong  support  demonstrated  for  NTH  programs  to  date. 
The  NCMRR  Coalition  believes  that  a  significant  federal  investment  in  rehabilitation 
research  today  will  have  a  dramatic  impact  on  the  effects  and  costs  of  physical 
disability  in  this  country  in  the  coming  years. 

The  Link  Between  Rehabilitation  Research  and  Health  Care  Costs 

The  U.S  Congress  has  spent  much  of  the  past  year  debating  the  spiraling 
costs  of  health  care  and  reforms  to  bring  health  care  costs  under  control.  There  are 
many  answers  to  these  formidable  problems,  but  increased  funding  for  medical 
rehabilitation  research  may  hold  the  greatest  promise. 

As  increasing  emphasis  is  placed  upon  the  cost-effectiveness  of  health  care 
services,  it  is  crucial  that  the  benefits  of  rehabilitation  care  be  examined  and  reported 
by  the  National  Institutes  of  Health.  Whether  it  is  through  work  site  prevention 
programs  for  back  injuries;  rehabilitation  programs  for  persons  who  have  had  a  heart 
attack  or  undergone  coronary  bypass  surgery;  or  through  early  intervention  in  cases 
where  chronic  health  conditions  exist,  access  to  rehabilitation  services  continues  to 
produce  real  savings  to  the  health  care  system.  In  addition  to  savings,  rehabilitation 
services  improve  the  quality  of  life  for  millions  of  Americans. 

Recently,  Christopher  Reeve  has  been  eloquently  making  the  case  for 
increased  federal  research  funding  efforts  in  the  area  of  medical  research  to  find  a 
"cure"  for  paralysis  and  to  prevent  secondary  complications  of  paralysis  such  as 
decubiti,  dependency  on  ventilators,  and  bladder  infections.  A  chasm  exists  between 
today's  paucity  of  therapies  for  conditions  such  as  spinal  cord  injury  and  the  shining 
hope  for  cures  that  lie  ahead.  EflFective  rehabilitation  therapies  and  assistive 
technologies  form  the  bridge  across  this  chasm  for  millions  of  Americans  with 
disabilities.  Rehabilitation  research  is  devoted  to  finding  solutions  for  chronic 
disability    The  NCMRR  at  NIH  is  uniquely  suited  to  support  and  conduct  critical  and 
cost-effective  research  into  rehabilitation  therapies  and  assistive  technologies  that  will 
enable  people  with  disabilities  and  chronic  illnesses  to  live  functional  and  independent 
lives. 

Medical  rehabilitation  research  conducted  and  supported  by  the  NCMRR  cuts 
across  all  physical  disability  groups.  This  research  encompasses  the  wide  spectrum  of 
in  the  upper  spinal  cord  with  the  phrenic  nerve.  Technology  is  already  available  to 
stimulate  the  phrenic  nerve  or  diaphragm  with  implanted  electrodes.  Although  this 
procedure  would  be  more  complicated  than  implanting  a  cardiac  pacemaker,  there  is  a 
very  real  likelihood  of  success  with  these  approaches. 

Like  the  diaphragm,  the  bladder  can  also  be  reinnervated  with  peripheral  nerve 
bridges.  Technology  currently  exists  to  create  artificial  bladders.  Better  designed  and 
less-expensive  catheters  should  substantially  reduce  the  costs  of  catheterization.  In 
the  case  of  neuropathic  pain,  rigorous  clinical  trials  are  needed  to  evaluate  existing 
and  promising  experimental  therapies.  Even  negative  clinical  trial  results  can  generate 
substantial  savings  by  discouraging  the  use  of  ineffective  drugs  and  surgical  practices. 

The  Cost-EfTectiveness  of  Rehabilitation  Research 

A  positive  clinical  trial  result  has  the  potential  to  save  literally  billions  of 
dollars.  For  example,  NIH  is  fijnding  studies  showing  that  completely  anesthetizing 
the  spinal  cord  with  lidocaine  for  several  days  before  and  after  a  limb  amputation  can 
eliminate  the  occurrence  of  post-amputation  neuropathic  or  "phantom"  pain  which 
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afTects  as  many  as  50%  of  all  amputees.  The  costs  of  such  therapies  are  minor 
compared  to  the  cost  of  treating  a  lifetime  of  chronic  pain    Clinical  trials  to  test  such 
therapies  may  cost  millions  of  dollars  to  conduct  but  have  the  potential  to  yield 
billions  of  dollars  in  health  care  savings. 

Some  people  believe  that  rehabilitation  therapy  research  should  be  left  solely 
to  the  biomedical  industry.  But  the  government  and  the  people  of  the  United  States 
are  the  primary  beneficiaries  of  cost-effective  therapies.  The  biomedical  industry  has 
little  motivation  to  reduce  medical  costs  and  in  fact  is  strongly  motivated  to  increase 
profits    Moreover,  the  profit  motive  leads  to  abandonment  of  low  prevalence 
disorders    For  example,  what  company  would  invest  $60  million  to  develop  an 
effective  solution  for  2,000  ventilator-dependent  quadriplegics  like  Christopher 
Reeve^  Even  if  the  company  were  allowed  to  charge  $60,000  per  patient  and 
completely  dominate  the  market,  the  profits  would  barely  cover  the  costs  of 
development  and  marketing. 

On  the  other  hand,  for  the  same  $60  million  investment,  the  government  may 
recoup  more  than  $500  million  in  annual  medical  care,  disability,  and  welfare 
payments    These,  of  course,  are  recurrent  annual  savings.  Over  a  10-year  period,  the 
government  could  gain  a  100-fold  return  on  its  investment.  Similar  arguments  can  be 
made  for  hundreds  of  chronic  disabilities  that  affect  at  least  34  million  Americans. 
Clearly,  the  federal  government  and  the  people  of  the  United  States  stand  to  benefit 
enormously  from  investing  in  medical  rehabilitation  therapy  research. 

The  Importance  of  Assistive  Technology  Research 

Assistive  technologies  enable  people  with  disabilities  to  enter  or  re-enter  the 
workplace,  live  independently,  and  require  far  less  in  terms  of  long-term  health  care 
costs    The  benefits  of  assistive  technology  are  not  limited  to  one  disability,  disease,  or 
illness,  but  cut  across  a  wide  spectrum  of  disabling  conditions.  Assistive  technology 
includes  the  full  range  of  devices  that  enable  and  assist  people  with  disabilities  to 
function  flilly  in  society  and  achieve  a  high  quality  of  life.  Examples  of  assistive 
technology  research  and  development  efforts  include: 

Artificial  limbs  that  replicate  natural  human  movement; 

Wheelchairs  and  other  mobility  devices  that  are  lighter  and  safer  to  operate, 

•  Orthopedic  braces  that  enable  functional  use  of  partially  paralyzed  limbs  and 
provide  support  and  stability  for  musculoskeletal  anomalies; 

•  Assistive  communication  devices  that  enable  people  with  speech  impairments 
to  communicate  with  others, 

•  Devices  that  combine  head,  eye,  and  hand  controls  to  enable  people  with 
severe  disabilities  to  utilize  computers  to  accomplish  many  activities  of  daily 
living; 

•  Computer-based  memory  enhancing  devices  for  individuals  with  cognitive 
deficits. 

In  1995,  NCMRR  held  two  highly-successful  research  conferences  on 
assistive  technology,  one  entitled  "Behavioral  Adaptation  to  the  Use  of  Assistive 
Technology:   Enhancing  Human  Movement  in  the  21  st  Century  for  People  with 
Disabilities,"  and  a  joint  conference  held  in  conjunction  with  the  U.S.  Department  of 
Energy  at  Sandia  National  Laboratories  on  the  issue  of  lower  limb  prosthetics. 
NCMRR  has  emerged  as  a  leading  agency  on  assistive  technology  research  and 
development. 
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The  SBIR  Program  and  Assistive  Technology  Research  and  Development 

NCMRR's  agenda  on  assistive  technology  and  mobility  research  is  particularly 
well-suited  to  the  Small  Business  Innovative  Research  (SBIR)  grant  mechanism 
Over  14%  of  NCMRR's  total  appropriations  have  funded  these  types  of  grants.  Much 
of  the  research  on  assistive  devices  for  people  with  disabilities,  such  as  advances  in 
orthotic  (orthopedic  braces)  and  prosthetic  (artificial  limbs)  devices,  takes  place 
through  the  SBIR  program.  Funding  of  assistive  technology  through  SBIR  grants  is 
just  beginning  to  yield  readily  available  improvements  in  rehabilitation  technology  for 
people  with  mobility  impairments  caused  by  physical  disability. 

//  is  for  these  reasons  that  the  NCMRR  Coalition  supports  the  SBIR 
program  in  general  and  strongly  urges  this  subcommittee  to  consider  a  proposal  to 
focus  NIH's  SBIR  resources  on  assistive  technology  research  to  be  coordinated  by 
NCMRR  The  SBIR  set-aside  percentage  increases  from  2%  to  2.5%  in  fiscal  year 
1997.  yielding  approximately  a  $50  million  increase  in  the  SBIR  program  NIH-wide. 
Last  year,  the  NCMRR  Coalition  strongly  supported  a  proposal  to  have  NIH  devote  a 
substantial  amount  of  existing  SBIR  funds  to  an  assistive  technology  initiative.  These 
funds  would  be  spent  within  the  existing  Institutes  but  NCMRR  would  assist  in 
identifying  and  coordinating  an  assistive  technology  research  and  development 
portfolio.  This  Subcommittee  included  language  in  its  Appropriations'  report  to  this 
effect  but  the  House  Appropriations  Subcommittee  did  not.  We  ask  this 
Subcommittee  to  once  again  include  this  proposal  in  its  report  for  fiscal  year  1997, 
particulariy  in  light  of  the  increase  in  SBIR  funds  scheduled  to  be  set  aside  NIH-wide. 

The  advantages  of  this  assistive  technology  initiative  are  clear.  Congress 
would  be  following  through  on  its  intent  to  significantly  advance  medical 
rehabilitation  and  disability  research    The  initiative  would  not  require  additional 
increases  of  the  budget  but  would  provide  NIH  with  an  opportunity  to  further 
develop  its  portfolio  in  the  area  of  clinically-based  research  and  development 
Tangible  advancements  in  assistive  technology  would  benefit  people  with  disabilities 
in  the  near  term    Small  businesses,  where  some  of  the  most  innovative  assistive 
technologies  are  currently  being  developed,  would  be  strongly  encouraged  to 
continue  expanding  research  and  development  efforts  in  this  area.  Finally,  critical 
resources,  already  devoted  to  SBIR  research,  would  be  focused  and  coordinated, 
maximizing  the  benefit  of  the  dollars  spent  under  the  SBIR  program, 
disability  studies,  from  basic  scientific  studies  of  the  pathophysiology  of  disabling 
conditions  through  clinically-based  research  and  the  study  of  "societal  limitations," 
which  are  of^en  the  most  formidable  obstacles  to  achieving  a  high  quality  of  life. 
NCMRR  studies  evaluate  efficacy  and  cost-effectiveness  of  treatments  on 
rehabilitation  outcomes.  This  research  is  likely  to  reduce  health  care  expenses 
significantly  across  the  system. 

The  Importance  of  Rehabilitation  Therapy  Research 

The  potential  cost-effectiveness  of  medical  rehabilitation  research  can  be  seen 
in  the  three  following  examples: 

•  Ventilator-dependency:  There  are  more  than  2,000  ventilator-dependent 

persons  with  quadriplegia  in  the  United  States.  On  the  television  show  Larry 
King  Live  two  months  ago,  Christopher  Reeve  pointed  out  that  his  medical 
care  costs  $400,000  per  year  and  that  persons  in  his  circumstances  must  be 
concerned  with  reaching  a  lifetime  aggregate  insurance  cap.  If  researchers 
were  to  develop  a  solution  that  would  allow  Mr.  Reeve  to  breathe  without  a 
ventilator,  for  example,  his  yeariy  medical  costs  would  immediately  fall  to 


469 


$  1 00,000  or  less.   An  effective  treatment  could  potentially  save  this  country 
$600  million  per  year 

Bladder  paralysis:  Over  500,000  people  in  the  United  States  have  paralyzed 
bladders  that  require  multiple  daily  catheterizations    Sterile  catheter  kits  cost 
as  much  as  $5  each.  Combined  with  office  visits  for  infections,  antibiotic 
therapy,  hospitalizations,  and  health  care  aides  for  the  catheterization  of 
individuals  who  need  assistance,  the  medical  costs  on  average  exceed  $3,000 
per  person  annually  or  more  than  $1.5  billion  per  year.  An  effective  treatment 
that  halves  this  cost  would  save  at  least  $750  million  per  year. 

Neuropathic  pain:  Over  one  million  people  in  the  United  States  experience 
severe  neuropathic  pain  resulting  from  limb  amputations,  spinal  cord  injury, 
multiple  sclerosis,  Guillian-Barre  syndrome,  diabetic  neuropathy,  and  other 
disabling  conditions.  Recent  surveys  have  shown  that  as  many  as  30%  of 
people  with  spinal  cord  injury  rate  pain  as  their  most  disabling  condition    The 
costs  of  chronic  pain  are  enormous,  starting  with  multiple  unproductive  visits 
to  the  doctor,  development  of  a  life-long  addiction  to  pain  medication 
superimposed  upon  only  temporarily  effective  surgical  procedures  (stump 
revisions,  dorsal  root  rhizotomies,  and  even  spinal  transections).  Medication 
costs  alone  may  exceed  $2,000  per  year  for  many  of  these  individuals    An 
effective  rehabilitation  therapy  would  save  billions  of  health  care  dollars,  not 
to  mention  untold  suffering 

The  Promise  or  Rehabilitation  Therapy  Research 

Unfortunately,  some  people  question  the  importance  of  increased  federal 
funding  of  rehabilitation  therapy  research  because  they  believe  such  research  is  often 
unrealistic  and  would  only  yield  more  costly  therapies.  In  the  three  above  examples, 
however,  dramatic  progress  on  cost-effective  therapies  is  not  only  possible  but  should 
be  achievable  within  a  few  years. 

In  the  case  of  ventilator  dependency,  a  "cure"  involves  "reinnervating"  or 
otherwise  restoring  only  one  muscle  in  the  body,  the  diaphragm.  We  should  be  able 
to  reinnervate  the  diaphragm  by  using  peripheral  nerves  to  bridge  respiratory  centers 

The  NCMRR  Coalition's  Fiscal  Year  1997  Budget  Request 

Rehabilitation  research  is  devoted  to  finding  solutions  for  chronic  disabling 
conditions.  Until  recently,  rehabilitation  research  was  pooriy  represented  and 
coordinated  within  NIH.  While  many  Institutes  fiind  some  research  directed  at 
chronic  disability  relating  to  their  respective  disease  or  organ  missions,  rehabilitation 
problems  usually  cut  across  Institute  boundaries.  Most  disabilities  involve  multiple 
organs  and  can  stem  from  multiple  diseases.  Fdr  example,  despite  its  name,  spinal 
cord  injury  is  a  multi-organ  condition    Solving  the  problem  of  ventilator  dependency 
or  bladder  paralysis  in  a  person  with  spinal  cord  injury  requires  multidisciplinary 
research  that  crosses  the  traditional  borders  of  numerous  NTH  Institutes.  The  same 
can  be  said  of  neuropathic  pain  and  many  other  disabling  conditions. 

In  1990,  Congress  recognized  the  need  for  the  NIH  to  address  research  and 
development  issues  in  the  areas  of  medical  rehabilitation  and  disability  by  creating  the 
NCMRR  within  the  National  Institute  for  Child  Health  and  Human  Development 
(NICHD)    While  the  NCMRR's  budget  grew  significantly  in  the  first  few  years,  the 
budget  has  recently  stabilized  at  $16  million.  Most  of  this  budget  is  already 
committed  to  fund  existing  research  projects,  leaving  little  capability  to  fund  new 
rehabilitation  research  activities. 
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Unfortunately,  the  current  NCMRR  budget  is  totally  inadequate  for  the 
enormity  of  its  mission    A  substantially  larger  budget  would  allow  the  Center  to 
address  the  most  pressing  and  costly  disability  problems  in  this  country    The 
NCMRR  Coalition,  therefore,  recommends  a  Fiscal  Year  1997  appropriation  for 
the  National  Center  for  Medical  Rehabilitation  Research  of  $26  million,  an 
increase  of  $10  million  over  the  FY  1996  le\'el  of  funding.   In  addition,  the 
NCMRR  Coalition  strongly  urges  this  subcommittee  to  adopt  our  proposal  to 
create  an  SRIR  assistive  technology  initiative  to  be  coordinated  by  the  NCMRR. 

A  $  1 0  million  increase  for  the  NCMRR  is  substantial  in  comparison  to  its 
current  level  of  funding  but  is  truly  minuscule  in  light  of  the  daunting  research 
challenges  that  the  broad  range  of  disabilities  presents.  The  NCMRR  Coalition 
believes  that  federal  research  funding  must  be  targeted  to  make  the  greatest  impact  on 
health  outcomes  with  the  greatest  degree  of  cost -effectiveness.  NCMRR-supported 
research  and  development  should,  therefore,  be  considered  a  priority  within  the 
National  Institutes  of  Health  for  substantial  funding  increases. 

Rehabilitation  research  has  tremendous  potential  to  reduce  health  care  costs 
while  significantly  improving  the  function  and  quality  of  people's  lives.  The  goals  of 
this  research  are  both  realistic  and  attainable.  Given  sufficient  funding,  NCMRR  is 
poised  to  foster  a  new  age  of  medical  rehabilitation  research  and  stands  as  a  crucial 
platform  for  encouraging  such  research  at  the  National  Institutes  of  Health 


STATEMENT  OF  THE  AMERICAN  NURSES  ASSOCIATION 

The  American  Nurses  Association  (ANA),  joined  by  the  American  College  of  Nurse 
Practitioners,  the  American  Association  of  Operating  Room  Nurses  and  the  Emergency 
Nurses  Association  appreciate  this  opportunity  to  comment  on  Fiscal  Year  1997 
appropriations  for  nursing  education,  research  and  workforce  programs. 

ANA  is  the  only  full-service  professional  organization  representing  the  nation's  2.2 
million  registered  nurses,  including  staff  nurses,  nurse  practitioners,  clinical  nurse 
specialists,  certified  nurse  midwives  and  certified  registered  nurse  anesthetists  through 
its  53  state  and  territorial  nurses  association. 

The  American  College  of  Nurse  Practitioners  is  a  group  of  nurse  practitioner 
organizations  who  advocate  for  universal  access  to  basic  health  care  and  the  removal  of 
barriers  to  consumer  access  to  nurse  practitioner  care. 

The  Association  of  Operating  Room  Nurses  is  the  professional  organization  of  47,600 
perioperatixe  nurses  that  unites  its  members  by  providing  education,  representation,  and 
standards  for  quality  care  of  patients  undergoing  surgical  procedures. 

The  Emergency  Nurses  Association  is  a  voluntary  national  membership  association  of 
over  24.000  professional  nurses  committed  to  the  excellence  of  emergency  care. 

We  gratefully  acknowledge  this  Committee's  support  for  nursing  education  and 
research.  We  recognize  that  this  Subcommittee  will  continue  to  make  difficult  choices 
in  this  year's  appropriations  recommendations.  However,  we  believe  that  our  shared 
mutual  goal  of  ensuring  the  nation  of  an  adequate  supply  of  well-educated  nurses,  to 
meet  the  increasing  demands  of  our  rapidly  changing  health  care  system,  will  reaffirm 
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the  need  for  contimicil  riinding  of  tliese  programs,  lodny  wc  offer  our  professional 
recommendations  for  federal  funding  of  nursing  education,  nursing  research  and 
workforce  programs. 

DEPARTMENT  OF  HEALTH  AND  HUMAN  SERVICES  PROGRAMS 
NURSE  EDUCATION  ACT 

More  than  100.000  advanced  practice  nurses  -  registered  nurses  with  education  and 
clinical  experience  generally  at  a  master's  degree  level  -  are  providing  primary  care  in 
the  place  of  physicians  or  are  providing  an  expanded  type  of  primary  care,  either  as 
nurse  practitioners,  certified  nurse  midwives  or  clinical  nurse  specialists.  Nurse 
practitioners  will  be  in  increasing  demand  and  the  nurse  education  system  will  be 
stretched  to  provide  first-quality  training  for  them.  The  rapidly  evolving  changes  in  our 
health  care  system  call  for  the  fullest  utilization  possible  of  the  multi-disciplinary 
pro\'iders  who  care  for  patients  and  families  in  an  ever-increasing  array  of  settings: 
hospitals,  subacute  care  facilities,  rehabilitation  facilities,  long  term  care  facilities, 
schools  and  universities,  workplaces  and  communities. 

Federal  support  for  nursing  education  in  Title  VIII  is  unduplicated  and  essential  to 
achieve  future  goals  for  the  public's  health.  We  support  the  consolidated  reauthorization 
proposal  embodied  in  the  Health  Professions  Education  Consolidation  and 
Reauthorization  Act  of  1995  (S.555)  still  under  consideration.  The  larger  proposal 
reauthorizes  and  consolidates  44  different  federal  health  professions  training  programs 
into  broad  categories.  Nursing  education  programs  would  remain  a  separate  entity. 
Under  current  law.  specific  authorizations  are  made  for  nurse  practitioners/nurse 
midwives;  professional  nurse  traineeships;  nursing  special  projects;  advanced  nurse 
education;  nurse  anesthetists;  and  disadvantaged  assistance.  The  proposed 
reauthorization  would  give  the  Secretary  of  Health  and  Human  Services  broad 
discretion  to  determine  which  projects  to  fund,  with  priority  given  to  projects  which 
would  substantially  benefit  rural  or  underserved  populations,  including  public  health 
departments.  In  this  proposal,  the  Division  of  Nursing  would  have  the  needed 
tlexibility  to  focus  on  curriculum  development  and  other  programs  to  help  change  the 
focus  of  nurse  education  from  acute  care  settings  to  the  preparation  of  more  nurses  who 
are  able  to  function  where  there  is  a  greater  demand.  Other  important  work  is  in 
increasing  the  numbers  of  minority  nurses  available  to  provide  culturally  competent, 
linguistically  appropriate  health  care  services  to  underserved  communities.  These 
nurses  would  be  better  prepared  to  assist  these  populations  in  changing  the  way  they 
access  our  health  care  system,  and  in  helping  them  to  understand  the  advantages  of 
developing  relationships  with  primary  providers.  By  itself,  the  behavior  change  from 
accessing  health  care  services  through  emergency  departments  to  one  in  which  the 
consumer  routinely  seeks  care  through  a  primary  provider  decreases  health  care  costs 
exponentially.  For  FY  1997,  we  support  funding  at  the  President's  FY  1997  Budget 
request  of  $70  million  for  the  programs  funded  under  the  Nurse  Education  Act. 
The  following  provides  a  brief  description  of  these  programs,  along  with  the  FY  1996 
individual  funding  allocations. 

Nursing  Special  Pro/eels  (Section  820)  Title  VIII  is  the  only  specific  source  of  funds  for 
innovation  in  nursing  practice.  Examples  of  innovation  include  nurse  managed  clinics, 
fifty  percent  of  which  have  been  developed  or  expanded  with  Title  VIII  support.  The 
dramatic  shift  in  health  care  delivery  systems  from  inpatient  to  outpatient  settings 
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further  cmpliasizcs  the  need  lor  workforce  relrainiiig  and  the  development  of  new 
programs  to  address  this  educational  need.  This  program  is  funded  at  $9.5  million. 

/V///-.VC'  Practitioner  ami  Cerlifieil  Nurse-Midwife  Program  Grants  (Section  822) 
Advanced  practice  continues  to  hold  the  nation's  greatest  promise  of  providing  primary 
care  access  in  rural,  inner-city  and  underserved  areas  of  the  country.  Title  VIII  has 
provided  support  to  more  than  80  percent  of  the  nurse  midwifery  programs  in  the  U.S. 
and  60  percent  of  the  nurse  practitioner  programs  in  the  country.  This  program  is 
funded  at  $15.5  million. 

Nursing  Education  Opportunities  for  Individuals  from  Disadvantaged  Backgrounds 
(Section  827)  Over-utilization  of  costly  emergency  care,  decreased  access  to  primary 
care  providers  and  a  general  lack  of  trust  in  the  health  care  system  has  frequently  been 
attributed  to  the  lack  of  representation  of  minorities  among  health  care  providers.  Funds 
from  Title  VIII  have  increased  the  number  of  minority  nurses  available  to  provide 
culturally  competent,  linguistically  appropriate  health  care  services  to  underserved 
communities.  This  program  is  funded  at  $3.5  million. 

Traineeships  for  Advanced  Education  of  Professional  Nurses  (Section  830) 
Nurse  Anesthetists  (Section  831)  &  Advanced  Nurse  Education  Program(Section  821) 
Nursing  education  at  the  graduate  (master's  and  doctoral)  level  provides  the  skilled 
clinicians  for  promoting  excellence  in  practice  and  the  faculty  needed  to  maintain  the 
nursing  education  pipeline.  Professional  nurse  traineeships  under  Title  VIII  support 
over  93  percent  of  all  full-time  graduate  students  in  nursing.  Preference  is  given  for 
traineeship  programs  which  provide  significant  learning  experiences  at  rural  health 
facilities  and  those  where  students  come  from  health  professional  shortage  areas. 
Profe.ssional  Nurse  Traineeships  funded  at  $14.2  million.  Nurse  Anesthetists  programs 
funded  at  $2.5  million  and  Advanced  Nurse  Education  Programs  funded  at  $11.2 
million. 

Nurse  Loan  Repayment  (Section  836) 

This  program  provides  for  up  to  85  percent  repayment  of  student  loans  for  nurses  who 

agree  to  a  service  payback  in  nursing  shortage  areas.   It  is  funded  at  $1.96  million. 

Notional  Institute  of  Nursing  Research  (NINR) 

The  second  funding  priority  for  nursing  is  funding  for  the  NINR,  on  the  campus  of 
the  National  Institutes  of  Health  (NIH).  We  applaud  this  Subcommittee's  commitment 
to  advancing  behavioral  science  research.  Nursing  research  is  an  integral  part  of  the 
effectiveness  of  nursing  care.  The  NINR  provides  the  knowledge  base  for  practice  of 
2.2  million  registered  nurses.  Advances  in  nursing  care  arising  from  nursing  and  other 
biomedical  research  improves  the  quality  of  patient  care  and  has  shown  excellent 
progress  in  reducing  health  care  costs  and  health  care  demands.  The  trend  for  earlier 
discharge  from  the  hospital  can  potentially  reduce  hospital  charges,  but  patients  may 
and  frequently  require  rehospitalization.  increased  acute  care  visits,  and  home  care 
that  families  may  be  unable  to  provide.  Research  funded  by  NINR  has  shown  that  a 
model  consisting  of  a  carefully  planned  hospital  early  discharge  program  with  follow- 
up  care  in  the  home  by  nurse  specialists  can  result  in  improved  recovery  of  patients 
at  substantially  reduced  health  care  costs.  The  model  was  tested  on  three  groups  of 
women.  Hospital  costs  were  reduced  by  an  average  of  38  percent  for  diabetic  mothers 


473 


and  their  babies;  29  percent  for  mothers  with  cesarean  births  and  their  babies;  and  6 
percent  for  women  undergoing  hysterectomies.  Moreover,  the  women  had  fewer 
rehospitahzations  and  expressed  greater  satisfaction  with  their  care.  Tliis  model  needs 
further  testing  in  different  patient  populations.  However,  if  its  initial  promise  holds 
true  for  other  groups  of  hospital  patients,  then  earlier  discharge  with  qualified  home 
follow-up  care  can  improve  recovery  and  save  increasingly  scarce  health  care  dollars. 
We  are  requesting  a  6.5  percent  increase  above  Fiscal  Year  1996  level  of  $55,831 
million.  This  increase  will  fund  eight  to  ten  additional  Research  Project  Grants. 

Substance  Abuse  and  Mental  Health  Sen'ices  Administration  (SAMHSA)  Clinical 
Training  Program 

The  SAMHSA  Clinical  Training  Program  has  been  a  major  source  of  the  nation's 
mental  health  clinical  training  funds,  and  is  a  source  of  funding  for  ANA's  Minority 
Fellowship  Project  (MFP).  Since  FY  1994  the  program  has  been  funded  at  $2.5 
million.  The  funding  is  allocated  through  SAMHSA  to  the  minority  mental  health 
training  programs  in  Nursing,  Psychology,  Social  Work  and  Psychiatry.  The  MFP 
graduates  have  an  outstanding  record  of  public  service  to  minority  and  indigent 
communities. 

MFP  graduates  receive  doctoral  degrees  and  work  as  teachers  in  schools  of  nursing 
that  serve  minority  students.  They  serve  as  role  models  and  provide  leadership  to 
future  nurses.  As  clinicians,  graduates  work  in  high  risk  urban  and  rural  areas 
providing  care  to  children  and  families  who  are  victims  of  violence,  HIV/AIDS,  and 
substance  abuse  as  well  as  the  mentally  ill.  Nurses  work  in  community  based  clinics 
and  outreach  programs  and  often  are  the  primary  care  providers  for  indigent  clients 
who  might  otherwise  go  without  needed  mental  health  services.  In  addition,  these 
nurses  generate  research  on  minority  mental  health  services,  treatments  and  client 
outcomes.  Culturally  appropriate  research  helps  us  to  identify  ways  to  provide 
services  faster  and  to  more  people,  ultimately  improving  health  care  outcomes  and 
reducing  health  care  costs.  This  works  to  change  the  poor  health  outcomes  and  high 
risk  health  status  that  continues  to  plague  minority  communities.  We  recommend 
funding  of  $2.5  million  for  FY  1997  and  a  separate  line  item  in  the  budget  for  the 
SAMHSA  Clinical  Training  program  to  secure  funding. 

Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA)  AIDS  Clinical 
Training,  Grant. 

The  SAMHSA  AIDS  Clinical  Training  grant  is  a  small  categorical  program  that 
provides  funds  for  the  training  of  mental  health  care  providers  to  provide  HIV  related 
services  to  their  patients  and  to  address  the  complex  psychologic,  psychosocial  and 
neuropsychiatric  needs  of  people  with  HIV  and  their  families  and  those  at  increased  risk 
for  HIV  infection  secondary  to  chronic  mental  illness.  We  recommend  funding  of  $2.9 
million  for  FY  1997  for  the  SAMHSA  AIDS  Clinical  Training  Grant. 

AIDS  Education  and  Training  Cenlers(AETC) 

The  AETC  program  in  the  Bureau  of  Health  Professions  at  the  Health  Resources  and 
Services  Administration  provides  specialized  training  for  health  care  personnel  who  care 
for  patients  with  AIDS.  Emerging  and  evolving  scientific  information  with  profound 
impact  on  individual  and  public  health  requires  a  ready  network  for  information 
dissemination  and  technology  transfer.  AETC's  reduce  care  costs,  promote  private 
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sector  voluntarism  and  ease  the  suffering  of  families  and  communities.  We  strongly 
recommend  funding  of  $16.3  million  for  FY  1997  for  the  AETC's. 

The  Nalional  /iisliliites  for  Occiipalional  Safely  and  Health  (N/OSH) 
NIOSII  is  the  only  federal  agency  with  the  mission  to  conduct  research  and  develop 
practical  solutions  to  prevent  work  injury  and  illness.  NIOSH  played  a  key  role  in  the 
development  of  the  bloodbome  pathogens  standard  which  provides  significant 
protection  to  front-line  health  care  providers  from  possible  exposure  to  HIV,  Hepatitis- 
IB  and  Hepatitis-C.  In  addition.  NIOSH  funds  Educational  Resource  Centers.  These 
multi-disciplinary,  university  based  occupational  health  and  safety  training  and  research 
centers  serve  as  the  primary  vehicle  for  the  development  and  training  of  a  corps  of 
trained  occupational  health  nurses  and  other  safety  professionals.  We  recommend  $137 
million  for  FY  1997  funding  of  NIOSH. 

OTHER  FUNDING  RECOMMENDATIONS: 

As  an  advocate  for  the  economic  and  general  welfare  of  registered  nurses,  the  American 
Nurses  Association  also  recommends  appropriate  funding  for  the  Department  of  Labor 
and  related  agencies  that  serve  to  ensure  a  safe  and  fair  workplace.  ANA  believes  the 
work  done  by  the  Bureau  of  Labor  Statistics,  with  respect  to  the  ongoing  collection  and 
analysis  of  employment  and  economic  data,  is  necessary  for  tracking  changing 
economic  conditions  and  essential  to  making  workforce  projections.  We  urge  your 
support  of  the  Bureau. 

Nalional  Lahor  Relalions  Board  (NLRB) 

ANA  is  concerned  about  the  ability  of  the  NLRB  to  meet  its  statutory  responsibility  of 
enforcing  and  interpreting  the  National  Labor  Relations  Act  (NLRA).  Cutbacks  have 
created  delays  in  processing  of  complaints  and  holding  representation  elections  thus 
jeopardizing  the  progress  in  employee  and  employer  relations.  ANA  considers  this  a 
core  independent  agency  function  that  must  be  preserved.  ANA  also  urges  the 
Committee  to  reject  any  language  which  would  prohibit  the  NLRB  from  promulgating 
a  final  nile  on  the  appropriateness  of  single  location  bargaining  units  in  representation 
cases.  We  recommend  $181  million  for  FY  1997  funding  of  the  NLRB. 

Occupational  Safety  and  Health  Administration  (OSHA) 

The  rapid  restructuring  of  the  health  industry  has  increased  and  in  some  cases 
exacerbated  the  risk  of  exposure  to  illness  and  injury  for  nurses  and  other  health  care 
workers.  Hospitals  and  HMOs  are  downsizing  both  to  cut  costs  and  be  competitive  in 
the  health  care  marketplace.  These  economic  pressures  have  led  to  a  reduction  in  the 
number  of  registered  nurses  providing  care  at  the  bedside.  The  remaining  nurses  in  these 
acute  care  settings  have  to  work  harder  and  take  care  of  more  and  sicker  patients  than 
ever  before.  The  nurses  themselves  are  sustaining  more  frequent  incidences  of  injury 
and  illness.  Oneof  ANA's  constituent  members,  the  Minnesota  Nurses  Association 
(MNA),  conducted  a  study  of  the  rate  of  change  in  injuries  and  illnesses  following 
restructuring.  The  MNA's  analysis  of  OSHA  documents  found  a  65.5  percent  increase 
in  injuries  and  illness  to  registered  nurses.  Types  of  injuries  that  were  reported  include 
back  injuries,  needle-stick  injuries  and  incidents  of  workplace  violence.  1993  Bureau 
of  Labor  Statistics  data  rank  hospitals  second  only  to  restaurants  and  bars  in  the  number 
of  injuries  and  illnesses  reported.  ANA  urges  the  Committee  to  reject  any  effort  to 
prohibit  OSHA  from  continuing  to  study  the  impact  of  ergonomic  injuries  on  the  U.S. 
workforce  and  the  Agency  should  be  permitted  to  issue  this  critical  standard. 
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Budgetary  reductions  place  OSIIA  at  risk  in  meeting  its  statutory  responsibility  of 
establishing  and  enforcing  national  health  and  safety  standards.  ANA  is  particularly 
concerned  about  the  Office  of  Occupational  Health  Nursing.  Occupational  health  nurses 
are  the  largest  group  of  health  care  providers  at  the  nation's  work  sites.  As  such,  they 
are  uniquely  qualified  to  assess  the  practical  realities  of  work  sites  and  related  regulatory 
activities,  f he  continuation  of  this  office  is  critical  to  linking  the  ongoing  work  of 
occupational  safety  and  health  nurses  to  OSHA.  Further  reductions  could  threaten  its 
viability.  Wc  recommend  $340  million  for  FY  1997  funding  of  OSHA. 

( 'oncliision 

We  appreciate  the  opportunity  to  comment  on  funding  for  nursing  education,  research 
and  workforce  programs.  We  thank  you  for  your  continued  support  and  look  forward 
to  working  with  you  as  you  proceed  through  the  appropriations  process. 


STATEMENT  OF  DR.  JORDAN  J.  COHEN,  PRESIDENT,  THE 
ASSOCIATION  OF  AMERICAN  MEDICAL  COLLEGES 

The  Association  of  American  Medical  Colleges  (AAMC)  --  which  represents 
all  125  accredited  U.S.  medical  schools;  some  400  major  teaching  hospitals,  including 
74  Veterans'  Administration  Medical  Centers;  86  professional  and  academic  societies, 
representing  87,000  faculty  members;  and  the  nation's  medical  students  and  residents 
--  appreciates  this  opportunity  to  comment  on  the  FY  1997  appropriations  for  several 
programs  under  the  Subcommittee's  jurisdiction,  including  the  National  Institutes  of 
Health  (NIH),  the  various  health  professions  education  programs  funded  through  the 
Health  Resources  and  Services  Administration,  and  the  Agency  for  Health  Care  Policy 
and  Research  (AHCPR).  The  Association's  members  thank  the  Chairman  and 
members  of  this  Subcommittee  for  their  continued  support  of  these  programs. 

Medical  Research 

The  Federal  Government  plays  a  unique  and  necessary  role  in  the  support  of 
this  nation's  biomedical  and  behavioral  research  efforts.  The  investment  that  the 
Federal  Government  has  made  in  the  NIH  has  produced  a  comprehensive  network  of 
scientists,  physicians,  and  technicians  at  more  than  1 ,700  institutions  across  the  United 
States  dedicated  to  the  continued  pursuit  of  fundamental  knowledge  and  the 
application  of  this  information  to  the  prevention,  diagnosis,  and  treatment  of  disease. 
NIH-supported  scientists  have  made  enormous  contributions  to  improving  the  health 
and  quality  of  lives  for  all  Americans. 

In  addition,  NIH-sponsored  research  has  made  significant  economic 
contributions,  both  locally  and  nationally.  Research  conducted  and  supported  by  the 
NIH  has  played  a  major  role  in  the  development  of  biotechnology  industry,  which 
increased  sales  last  year  by  18  percent  to  $9.3  billion  and  provided  108,000  high-tech 
jobs  to  our  national  economy. 

Still,  America  faces  serious  health  problems  and  new  threats  constantly  appear. 
Congressional  support  of  biomedical  research  has  produced  a  wealth  of  scientific 
opportunities  to  answer  these  challenges.   A  testimony  to  the  abundant  opportunities 
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available  is  the  NIH  Director's  professional  judgement  budget,   which  calls  for  a  6.5 
percent  increase  in  funding  in  the  coming  fiscal  year. 

For  FY  1997,  the  AAMC  endorses  the  recommendation  of  the  Ad  Hoc  Group 
for  Medical  Research  Funding  that  the  NIH  be  funded  at  the  level  proposed  by  the 
Director  of  the  NIH  in  his  professional  judgement  budget.  The  AAMC  and  the  Ad 
Hoc  Group  believe  that  this  budget  represents  the  best  and  most  reliable  estimate  of 
the  level  of  funding  needed  to  sustain  the  high  standard  of  scientific  achievement 
embodied  by  the  NIH. 

Peer-reviewed,  investigator-initiated  research,  supported  primarily  through 
research  project  grants,  is  the  heart  of  the  NIH's  research  programs.  There  is 
consensus  within  the  research  community  that  the  NIH  should  fund  35  percent  of 
meritorious  research  project  grant  applications.  However,  despite  increases  in  funding 
over  the  past  several  years,  the  NIH  has  fallen  far  short  of  this  goal. 

This  problem  is  particularly  critical  for  new  research  project  applications.  The 
new  ideas  proposed  in  such  applications  drive  medical  progress.  Yet  because  of 
inadequate  resources,  grant  applications  judged  to  be  in  the  top  10  to  12  percent  of 
applications  received  often  go  unfunded  in  some  fields  of  medical  research  the  first 
time  they  are  reviewed.  As  a  result,  many  important  scientific  leads  are  being  delayed 
or  lost. 

The  knowledge  gained  through  fundamental  research  often  can  be  fruitfully 
applied  to  clinical  problems  in  the  diagnosis,  treatment,  and  prevention  of  disease. 
Clinical  research  not  only  furthers  the  application  of  basic  research  findings,  but  often 
provides  important  leads  to  identify  further  basic  research  opportunities.  In  recent 
years,  NIH  funding  for  clinical  research  activities  has  not  kept  pace  with  available 
research  opportunities  or  with  current  health  needs. 

One  area  of  clinical  research  activity  that  has  been  severely  hampered  by 
recent  funding  trends  is  the  General  Clinical  Research  Centers  (GCRC)  program. 
This  program  supports  clinical  research  centers  at  university-based  hospitals 
throughout  the  country.  The  GCRC's  are  focused  on  understanding  disease  processes 
and  discovering  better  therapies  and  cures  for  a  host  of  conditions,  including  cancer, 
heart  disease,  hypertension,  diabetes,  AIDS,  Alzheimer's  disease,  osteoporosis,  and 
cystic  fibrosis.  A  typical  GCRC  has  both  inpatient  and  outpatient  research  facilities. 
Within  a  GCRC,  clinical  investigators  have  access  to  specialized  laboratories, 
metabolic  kitchens,  specially  trained  research  nurses  and  dieticians,  biostatisticians, 
and  computer  systems  managers.  This  collection  of  highly  specialized  personnel  and 
resources  provides  a  supportive  environment  for  the  patient  and  significantly  facilitates 
progress  on  tomorrow's  live-saving  treatments  and  cures. 

The  GCRC  program  has  seen  less  than  3  percent  growth  after  adjustment  for 
inflation  since  1985.  At  the  same  time  the  utilization  of  the  GCRC's  has  increased, 
straining  their  capacity. 

The  GCRC  program  is  supported  by  the  NIH's  National  Center  for  Research 
Resources  (NCRR).  The  NCRR  is  a  critical  component  of  the  NIH,  assuring  that  the 
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programs  of  the  disease-oriented  institutes  will  have  the  essential  elements  of  a 
vigorous  research  environment.  The  NCRR  provides  state-of-the-art  instrumentation, 
advanced  technologies,  essential  animal  and  non-animal  models  and  resources,  and 
comprehensive  support  for  clinical  research. 

In  addition,  NCRR  programs  emphasize  shared  resources,  which  promote  the 
efficient  use  of  scarce  Federal  research  dollars.  These  programs  encourage 
interactions  among  scientists,  which  stimulate  interdisciplinary  efforts.  By  providing 
new  research  technologies  and  providing  shared  resources,  the  NCRR  enhances  the 
productivity  of  the  Federal-academic  research  partnership. 

The  AAMC  thanks  the  Subcommittee  for  its  support  of  the  NCRR  in  the  FY 
1996  appropriation.  However,  the  ability  of  the  NCRR  to  fulfill  its  mission  has  been 
strained  by  declining  appropriations  in  previous  years.  Even  with  the  increase  in  FY 
1996,  funding  for  the  NCRR,  as  a  percentage  of  the  overall  NIH  budget,  falls  short 
of  the  levels  of  the  mid-1980s. 

The  impact  of  these  funding  constraints  has  been  severe.  For  example,  the 
Shared  Instrumentation  Grant  program  has  been  cut  by  75  percent  in  recent  years. 
This  program  helps  scientists  meet  critical  instrumentation  needs  by  providing  groups 
of  investigators  with  cost-effective,  technologically  sophisticated  equipment  that  would 
be  prohibitively  expensive  to  support  on  a  single  grant  application.  By  sharing 
equipment,  scientists  are  able  to  maximize  the  effectiveness  of  Federal  research 
dollars. 

The  health  of  tomorrow's  research  efforts  depends  upon  revitalization  of  the 
NCRR  today.  Therefore,  the  AAMC  urges  the  Subcommittee  to  pay  particular 
attention  to  the  needs  of  the  National  Center  for  Research  Resources. 

Health  Professions  Training 

The  geographic  and  specialty  maldistribution  of  physicians  in  the  United  States 
are  critical  issues  facing  both  the  Congress  and  the  nation.  Although  the  National 
Health  Service  Corps  (NHSC)  and  the  health  professions  training  programs  under 
Titles  VII  and  VIII  of  the  Public  Health  Service  Act  are  designed  to  play  a  major  role 
in  solving  these  problems,  over  the  past  20  years  these  programs  have  not  received 
levels  of  funding  that  would  enable  them  to  meet  the  needs  that  they  were  created  to 
address. 

The  NHSC  was  established  to  assist  in  the  recruitment  of  primary  care  health 
professionals  for  service  in  shortage  areas.  In  contrast  to  the  1980s,  when  funding  for 
the  NHSC  was  virtually  gutted,  the  corps  has  seen  an  overdue  but  welcome  increase 
in  funding  support  during  the  past  few  years.  In  the  FY  1995  appropriations  bill  for 
the  Department  of  Health  and  Human  Services,  the  NHSC  received  $125.1  million, 
a  $1 .2  million  increase  over  the  comparable  FY  1994  level.  Since  the  NHSC  can  play 
an  important  role  in  redressing  the  geographic  imbalance  that  characterizes  physician 
distribution,  the  AAMC  urges  the  Subcommittee  to  continue  this  upward  trend  in 
support  for  the  NHSC. 
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The  Title  VII  health  professions  training  programs  have  been  sorely 
underfunded  in  recent  years;  last  year's  appropriations  for  Title  VII  fell  short  of  the 
funding  levels  that  Congress  provided  20  years  ago  for  these  programs.  For  FY 
1995,  Congress  allocated  $279  million  for  all  of  Titles  VII  and  VIII  (nursing 
education).  The  AAMC  joins  the  more  than  35  organizations  of  the  Health 
Professions  and  Nursing  Education  Coalition  (HPNEC),  representing  a  variety  of 
schools,  programs,  and  individuals  dedicated  to  educating  professional  health 
personnel,  in  urging  the  Subcommittee  to  continue  its  support  of  the  Titles  VII  and 
VIII  programs  by  providing  no  less  than  $279  million  for  FY  1997. 

The  Title  VII  programs  are  designed  to  meet  the  nation's  needs  for  an 
expanded  supply  of  primary  health  care  providers,  improve  the  geographic  distribution 
of  health  professionals,  and  increase  access  to  health  care  in  both  urban  and  rural 
underserved  areas.  Three  programs  under  Title  VII  provide  support  to  medical 
schools  and  teaching  hospitals  for  planning,  developing,  and  operating  programs  that 
emphasize  the  education  of  students  and  residents  in  generalist  medicine.  The  AAMC 
urges  the  Subcommittee  to  provide  an  appropriate  level  of  support  for  these  three 
programs  --  general  internal  medicine  and  general  pediatrics  residencies,  family 
medicine  training,  and  preventive  medicine  residencies. 

The  AAMC  also  recommends  continued  support  for  geriatric  education  centers 
and  geriatric  training  programs  for  physicians  and  other  health  professionals.  These 
centers  were  created  to  provide  physicians  and  other  health  professionals  with  the 
skills  necessary  to  care  for  the  growing  number  of  elderly  Americans.  Support  for 
geriatric  training  must  keep  pace  with  the  rising  demand  for  specialized  services 
necessary  to  care  for  an  aging  population. 

Title  VII  also  provides  grants  for  the  creation  and  operation  of  area  health 
education  centers  (AHECs)  and  health  education  and  training  centers  (HETCs).  These 
programs  provide  clinical  training  opportunities  for  medical  students  and  residents  in 
predominately  rural  settings  by  extending  the  resources  of  academic  health  centers  to 
communities  in  need  of  health  care  and  health  education.  Through  these  linkages, 
AHEC  projects,  which  eventually  become  state-  or  self- supported,  form  networks  of 
institutions  that  simultaneously  provide  health  care  to  underserved  populations  and 
educational  services  to  students,  faculty,  and  practitioners.  The  AAMC  urges  the 
Subcommittee  to  continue  its  commitment  to  AHECs  and  HETCs,  which  exemplify 
the  synergies  possible  in  well-crafted  federal-state  and  public-private  partnerships. 

As  the  AAMC  and  its  member  schools  continue  with  our  Project  3000  by  2000 
initiative,  we  rely  upon  several  programs  in  Title  VII  to  assist  us  in  striving  toward 
the  Project's  goal  of  matriculating  at  least  3,000  underrepresented  minority  students 
in  medical  schools  by  the  year  2000  and  each  year  thereafter.  For  example,  Title  VII 
authorizes  two  major  programs  upon  which  institutions  rely  to  increase  the 
representation  in  medicine  of  minorities  and  individuals  from  disadvantaged 
backgrounds.  Grants  made  to  medical  schools  under  the  Health  Careers  Opportunity 
Program  (HCOP)  are  used  to  identify  and  recruit  disadvantaged  students,  facilitate 
their  entry  into  medical  school,  and  help  them  complete  their  education.  The  Centers 
of  Excellence  program  extends  grants  to  health  professions  schools  for  the 
establishment  and  expansion  of  programs  to  enhance  the  academic  performance  of 
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minority  students.  The  AAMC  hopes  the  Subcommittee's  funding  recommendations 
will  recognize  the  crucial  support  these  two  programs  provide  to  our  efforts  in 
recruiting  and  retaining  qualified  minority  medical  students. 

In  addition,  Title  VII  includes  four  loan  and  scholarship  programs  that  assist 
needy  and  disadvantaged  medical  students  in  covering  the  costs  of  their  education; 
these  are  the  Exceptional  Financial  Need  scholarship,  the  Financial  Aid  for 
Disadvantaged  Health  Professions  Students  scholarship,  the  Scholarships  for 
Disadvantaged  Students,  and  the  Loans  for  Disadvantaged  Students  programs.  The 
AAMC  hopes  the  Subcommittee  will  recommend  funding  for  these  programs  that  is 
at  a  sufficient  level  to  help  poor  and  otherwise  disadvantaged  students  overcome  the 
financial  barriers  they  face  in  pursuing  their  medical  education. 

Agency  for  Health  Care  Policy  and  Research 

As  the  health  care  marketplace  continues  to  evolve,  it  is  critical  that  physicians 
and  other  health  care  providers,  consumers,  and  policy  makers  understand  how  the 
changes  in  the  delivery  of  health  care  affect  the  quality  and  costs  of  that  care.  The 
mission  of  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR)  is  to  support 
research  on  health  care  quality  and  costs  and  to  disseminate  this  information  to 
hospitals,  physicians,  and  other  health  care  providers.  AHCPR  provides  this 
information  through  a  broad-based  program  of  research,  clinical  guideline 
development,  and  quality  management  activities.  AHCPR  also  makes  available  to 
consumers  reliable  and  understandable  information  to  assist  them  in  making  choices 
about  their  personal  health  care. 

The  AAMC  understands  that  the  Friends  of  AHCPR  are  recommending  an  FY 
1997  funding  level  of  $160  million  for  FY  1997.  The  AAMC  believes  strongly  in  the 
value  of  health  services  research  as  this  nation  continues  to  work  to  preserve  high- 
quality  health  care  to  all  of  its  citizens,  and  we  would  urge  the  Subcommittee  to 
appropriate  the  necessary  funds  to  allow  this  agency  to  sustain  its  current  activities  and 
to  continue  to  advance  its  mission  through  new  initiatives. 

A  critical  area  of  AHCPR  research  involves  the  Medical  Expenditure  Panel 
Survey,  formeriy  known  as  the  National  Medical  Expenditure  Survey.  No  other 
national  source  of  information  exists  for  estimating  the  costs,  analyzing  financing 
options,  and  determining  possible  consequences  of  potential  changes  to  the  U.S. 
health  care  system.  As  a  result,  this  survey  provides  critical  information  to  insurers, 
employers,  legislators,  and  other  health  care  policy  makers  on  how  Americans  use  and 
pay  for  health  care.  Without  additional  funding  for  AHCPR,  it  will  be  impossible  to 
continue  collecting  data  for  this  irreplaceable  national  resource. 

Finally,  the  AAMC  continues  to  support  for  the  activities  of  the  Physician 
Payment  Review  Commission  and  the  Prospective  Payment  Assessment  Commission. 
Both  of  these  organizations  provide  extensive  data  collection  and  analytical  capabilities 
that  we  believe  greatly  inform  the  policy-making  debate  in  their  respective  areas.  As 
Congress  continues  to  address  issues  in  health  care,  the  expertise  and  unique  abilities 
of  these  two  organizations  are  valuable  national  resources  that  should  be  preserved. 
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STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  COLLEGES  OF 
NURSING 

The  American  Association  of  Colleges  of  Nursing  (AACN)  supports  fiscal  year  1997 
funding  for  the  National  Institute  of  Nursing  Research  (NINR)  at  the  National 
Institutes  of  Health.  AACN  appreciates  the  strong  support  this  subcommittee,  the 
Congress  and  the  Administration  have  for  NIH,  most  recently  demonstrated  in  the 
FY96  Continuing  Resolution  that  provided  a  5.7  percent  increase  over  FY95  for 
NIH.  AACN  respectfully  requests  an  increase  of  6.5  percent  over  the  FY96  figure  of 
$55.83  million  for  NINR,  bringing  to  $59.56  million  for  FY97. 

AACN  represents  over  480  baccalaureate.  Master's  and  doctoral  nursing  education 
programs  in  senior  colleges  and  universities  across  the  United  States.  In  FY95,  50 
AACN  member  institutions  received  research  funding  from  NINR  and  3 1  received 
training  funds. 

How  can  the  relatively  small  amount  of  money  NINR  has  to  offer  for  nursing 
research  projects  and  training  make  a  meaningful  difference?  Frankly,  it  is  important 
because  few  other  sources  of  funding  exist  to  address  the  major  clinical  issues  that 
face  America's  largest  health  profession  -  nursing,  or  to  train  nurses  as  researchers. 
Nursing  care  is  critical  for  today's  hospital  patients  who  are  sicker  yet  face  briefer 
stays,  as  well  as  for  outpatients  in  need  of  primary  care  and  management  of  chronic 
conditions.  The  central  issue  is  how  can  nurses  deliver  better,  more  cost  effective 
care?   Nursing  research  is  different  because  it  is  comprehensive:  it  seeks  to  prevent 
disease  as  well  as  to  improve  outcomes  of  care  for  chronic  conditions  and  a  wide 
variety  of  physical  and  mental  health  problems.  NINR  uses  an  array  of  programs  to 
fund  institutional  and  individual  researchers,  to  train  nurse  scientists,  and  to  support 
research  centers  focusing  in  depth  on  specific  health  problems. 

NINR  Extramural  Research  Projects 

The  goal  of  nursing  research  is  not  only  the  prevention  of  disease  and  better  care  for 
those  who  are  sick  or  injured,  but  also  the  assessment  of  present  nursing  techniques 
in  terms  of  their  outcomes  and  cost  effectiveness.  For  example,  about  4  million 
Americans  suffer  from  Alzheimer's  disease.  Many  of  them  will  live  8  to  20  years 
before  dying,  after  requiring  either  expensive  facility  care  or  major  caregiving 
commitments  from  their  families.  NINR  supports  research  to  discover  how  to  limit 
disruptive  behaviors  such  as  wandering  and  loudness  and  to  promote  normal  resting 
patterns.  Solutions  to  these  issues  may  help  a  patient,  the  family  and  society  avoid 
costly  institutionalization.  Looking  at  another  problem  related  to  aging,  an  estimated 
250,000  hip  fractures  in  people  over  65  years  of  age  costs  $7  billion  per  year  in  the 
United  States.  But  older  adults  who  are  in  good  physical  condition  are  less  likely  to 
fall  and  break  hips  or  other  major  bones  which  often  leads  to  expensive 
hospitalization,  and  possibly  custodial  care  and  death.  NINR  research  has  sought 
ways  for  older  people  to  keep  fit  and  also  to  investigate  hip  pads  that  would  prevent 
fractures  in  a  fall. 

NINR  funds  research  to  assess,  control  and  manage  pain,  a  major  impetus  for 
physician  visits  and  cause  of  lost  productivity,  and  is  also  looking  into  infant  pain. 
Past  research  has  examined  the  causes  and  possible  remedies  to  reduce  the  incidence 
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of  low  birthweight  babies  with  a  model  prenatal  training  program  for  expectant 
mothers.  Another  NINR  research  project  revealed  that  tertiary  care  costs  can  be 
sharply  reduced  (38%  for  diabetic  mothers  and  their  babies;  29%  for  cesarean  section 
mothers  and  their  babies),  by  a  carefully  planned  early  discharge  from  hospital 
program  that  includes  a  home  visit  follow  up  by  advanced  practice  nurses.  NINR 
research  also  includes  studies  of  trauma,  prevention  of  stroke  and  recovery  from 
stroke  and  preparation  for  a  nursing  role  in  genetic  research.  Another  initiative  will 
search  for  ways  to  limit  breakdown  of  the  immune  system  in  HIV  patients  and 
management  of  multi-symptom  problems  in  HIV  positive  patients. 

NINR  has  funded  research  on  the  effect  of  domestic  violence  on  the  health  of  women 
that  demonstrates  the  breadth  of  the  impact  of  nursing  inquiries  and  interventions. 
The  research  was  inspired  by  data  showing  that  the  leading  cause  of  death  of  young 
African-American  women  in  Detroit  was  not  disease  but  homicide.  The  range  of 
effects  of  battering,  the  leading  risk  factor  for  those  homicides,  includes  not  only 
physical  injury,  but  also  physical  and  emotional  problems.  Another  NINR  project 
examines  the  effects  of  battering  during  pregnancy  on  the  victim  and  subsequently 
on  her  baby.  Battering  may  expand  the  likelihood  of  delivering  low  birthweight 
infants  that  need  costly  tertiary  care.  It  may  also  increase  smoking  and  substance 
abuse,  depression,  and  other  adverse  and  usually  chronic  physical  conditions  in  the 
mother.  In  addition,  battering  seems  to  be  a  precursor  of  increased  risk  of  child 
abuse  and  even  maternal  homicide.  The  information  gained  from  this  study  may 
make  possible  the  identification  of  those  most  likely  to  be  affected  and  might  suggest 
primary  and  secondary  prevention  nursing  interventions  for  reducing  or  eliminating 
the  incidence  of  battering.  If  successful,  this  will  not  only  reduce  physical  and  other 
harm  to  mothers  and  babies,  but  also  the  cost  to  society  of  police,  social  workers, 
hospital  care  for  victims,  jail  time  for  perpetrators,  and  on  and  on. 

NINR  collaborates  on  research  with  other  NIH  institutes  to  add  a  nursing  perspective  • 
to  important  research  issues.  This  also  leverages  NINR's  funds  to  maximize  their 
utility.  For  example,  an  NINR  project  in  collaboration  with  the  National  Institute  on 
Aging  will  assess  and  train  caregivers  from  a  variety  of  ethnic  groups  who  care  for 
Alzheimer's  disease  patients. 

NINR  commitments  for  FY95  to  various  Pennsylvania  institutions  and  nurse 
scientists  will  fund,  among  other  things,  a  wide  range  of  research  topics  including 
health  promotion  for  teenage  mothers,  comprehensive  discharge  planning,  quality  of 
life  in  elders,  mental  health  in  rural  youth,  and  incontinence  in  homebound  elders. 
Among  NINR  research  in  FY95  in  Iowa  institutions  will  be  classifying  nursing 
sensitive  patient  outcomes,  studying  interventions  for  Alzheimer's  disease, 
examining  pressure  ulcers  in  elders,  and  considering  effectiveness  for  rural 
caregivers. 

In  FY95,  NINR  funded  1 1 3  non-competing  research  projects  and  49  new  ones  with  a 
total  value  of  $37,904  million.  The  requested  increase  for  FY97  would  fund  8  to  10 
more  new  projects  in  FY97  NINR  priority  areas. 

NINR  Research  Initiatives  for  FV97 

Among  the  subjects  of  NINR  research  planned  for  the  next  fiscal  year  will  be 
cognitive  impairments,  neurobiological  and  behavioral  aspects  of  pain,  clinical  issues 
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arising  from  genetics  research,  management  of  symptoms  and  treatment  of  side 
effects  (e.g.,  HIV  and  chemotherapy),  management  of  chronic  wounds,  and  physical 
conditioning  for  older  adults.  While  some  of  these  are  linked  to  treatment  for 
disease,  others  look  for  ways  to  avoid  disease  and  to  maintain  health. 

NINR  Research  Centers 

NINR  supports  6  research  centers  that  serve  as  cores  for  interdisciplinary  and 
collaborative  work  by  established  investigators  on  specific  and  major  health  care 
problems..  The  foci  are  Prevention  and  Management  of  Chronic  Illness  in 
Vulnerable  People  (University  of  North  Carolina  at  Chapel  Hill),  Chronic  Illness  and 
Disability  (University  of  Pittsburgh),  Symptom  Management  (University  of  San 
Francisco),  Women's  Health  (University  of  Washington),  Serious  Illness  and  Cancer 
(University  of  Pennsylvania),  and  Gerontology  (University  of  Iowa).  In  FY95  NINR 
committed  $1 .76  million  to  the  centers  program.  Additional  funding,  could 
strengthen  these  centers. 

NINR  Research  Training 

NINR  provides  funds  for  institutions  to  prepare  highly  skilled  nurse  researchers 
through  a  full-time  pre-doctoral  and  post  doctoral  award,  individual  pre  and  post 
doctoral  research  fellowships,  and  a  senior  fellowship  that  encourages  experienced 
researchers  to  pursue  new  research  initiatives.  The  National  Research  Council  has 
recommended  that  the  level  of  training  positions  for  preparation  of  nurse  researchers 
be  increased  from  230  in  1994  to  500  in  1996-99.  But  in  FY95,  financial  resources 
of  $4.01  million  allowed  NINR  to  fund  only  72  individual  awards  and  108 
institutional  awards.  We  can  and  should  do  better. 

NINR  Intramural  Research  Projects 

NINR  also  spent  $1 .2  million  in  FY95  on  intramural  research  projects  within  NIH. 
In  the  few  years  since  it  was  created,  NINR  has  developed  a  broad  and  multi-faceted 
strategy  for  improving  patient  care  through  high  quality  research  and  training 
programs.  Much  of  this  work  is  premised  on  the  fact  that  quality  health  care  today 
depends  upon  a  complex  interplay  of  professions  and  techniques.  Nursing  research 
does  not  stand  alone;  it  depends  upon  the  availability  of  professional  nurses  who  can 
become  researchers.  For  that  reason,  AACN  today  also  requests  appropriate  funding 
for  federal  nursing  education  programs. 

The  Nurse  Education  Act 

Recognizing  the  importance  of  nursing  education  programs,  the  Administration's 
FY97  budget  proposes  $70  million  for  the  Nurse  Education  Act  (Public  Health 
Service  Act  Title  VIII).  America's  public  health  ultimately  would  benefit  greatly 
from  an  increase  of  this  size  because  the  NEA  supports  the  programs  and  nursing 
students  who  will  become  the  researchers,  professional  nurses,  nursing  faculty,  and 
advanced  practice  nurses  (APNs)  of  tomorrow.  APNs,  are  the  nurse  practitioners, 
midwives  and  other  nursing  professionals  in  greatest  demand  in  a  health  system 
becoming  more  oriented  toward  wellness,  health  promotion,  and  primary  care. 

NEA  funds  primarily  help  nursing  education  to  prepare  educational  programs  to 
produce  a  nurse  with  the  professional  capability  to  meet  the  needs  of  our  changing 
health  care  delivery  system.  Also  important,  NEA  funds  mean  direct  student  support 
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to  disadvantaged  and  advanced  practice  nursing  students.  NEA  has  provided  seed 
money  for  many  nurse  managed  centers  that,  as  part  of  the  clinical  teaching  process, 
deliver  primary  care  to  high  risk  and  vulnerable  populations.  Surveys  show  that 
many  graduates  of  NEA  advanced  practice  programs  deliver  nursing  care  in 
underserved  areas.  The  NEA  deserves  your  support. 

With  the  President's  FY97  NEA  budget  proposal  as  a  possible  starting  point  for  the 
subcommittee's  consideration  of  FY97  funding  for  the  NEA,  AACN  respectfully 
suggests  that  the  final  FY97  NEA  figure  should  exceed  the  post  rescission  FY95 
House  NEA  level,  $60.6  million. 

Other  Education  Programs 

AACN  recommends  funding  at  the  House  FY95  post  rescission  number  for  the 
following  Public  Health  Service  Act  education  programs  important  to  nursing: 
Scholarships  for  Disadvantaged  Students,  National  Health  Service  Corps  scholarship 
and  loan  repayment,  Rural  Health  Outreach  Grants,  and  Interdisciplinary  Training  for 
Rural  Health.  A  viable  level  of  federal  funds  also  should  be  committed  to  the 
gathering  of  data  about  nursing  practice,  demand,  and  supply,  as  well  as  the 
outcomes  of  health  services  and  medical  procedures  in  general,  so  that  NEA  and 
other  funds  can  be  intelligently  allocated.  Lastly,  AACN  urges  the  subcommittee  to 
fund  Higher  Education  Act  programs  used  by  nursing  students  including  Pell  Grants, 
Perkins  Loans,  and  Harris  Scholarships. 

Conclusion 

AACN  believes  that  a  sound  approach  to  public  health  includes  adequate  support  for 
both  research  efforts  such  as  NINR  and  the  education  of  nurses  and  other  health 
professionals  to  meet  America's  health  care  needs. 


STATEMENT  OF  THE  NATIONAL  ASSOCLATION  FOR  STATE 
COMMUNITY  SERVICES  PROGRAMS 

The  National  Association  for  State  Community  Services  Programs  (NASCSP) 
represents  the  state  administrators  of  the  Community  Services  Block  Grant  (CSBG). 
In  addition,  our  members  administer  a  number  of  other  federal  and  state  programs 
which  address  issues  of  poverty  at  the  local  level,  through  community-based,  non- 
governmental agencies.  We  are  pleased  to  offer  testimony  in  support  of  the  programs 
and  services  delivered  through  the  Community  Services  Block  Grant.  We  ask  that 
this  Committee  consider  an  FY  1997  appropriation  for  the  CSBG  that  is  10%  above 
the  amount  appropriated  in  FY  1996. 

We  recognize  that  action  now  under  consideration  in  Congress  may  affect  not  only 
funding  levels  for  programs  of  concern  to  us,  but  the  fundamental  structure  of  all 
programs  serving  low-income  Americans.  There  is  consensus  within  NASCSP  that 
programs  serving  low-income  Americans  must  be  reformed,  even  transformed,  from 
simple  income  maintenance  to  self-sufficiency  programs.  The  currently  disjointed 
array  of  fragmented,  categorical,  rule-bound  programs  designed  to  serve  bits  and 
pieces  of  families  in  need  is  inefficient  and  ineffective.  Because  our  members  and 
the  local  agencies  we  work  with  have  helped  fashion  welfare  reform  programs  and 
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have  operated  model  projects  that  break  the  mold  of  traditional  thinking,  we  believe 
we  have  a  great  deal  to  offer  as  Congress  considers  the  future. 

The  Community  Services  Block  Grant  as  it  functions  today  is  an  excellent  example 
of  a  working  federal/state/community/business  partnership.  We  believe  it  should  be 
looked  to  as  a  model  of  how  the  federal  govemment  can  best  support  self-sufficiency 
for  low-income  Americans  in  a  decentralized,  non-bureaucratic  and  accountable  way. 
Congress  should  be  aware  that  CSBG  has  already  become  the  kind  of  program  that 
can  set  an  example  for  others. 

Who  does  CSBG  serve?  National  data  compiled  annually  by  NASCSP  shows  that 
CSBG  serves  a  very  broad  segment  of  low-income  Americans,  particularly  those  that 
fall  through  the  cracks  and  are  not  being  served  by  welfare  programs. 

*  70%  have  incomes  at  or  below  the  poverty  level 

*  28%    of  all   client   families   are    "working   poor"    and    have   wages   or 
unemployment  benefits  as  income 

*  22%  depend  on  pensions  and  Social  Security  and  are  therefore  poor,  former- 
workers 

*  Just  21%  receive  AFDC  benefits 

*  63%  of  households  served  have  children 

*  38%  of  persons  served  are  18  or  older  and  have  not  finished  high  school. 

NASCSP  compiles  and  publishes  an  annual  Community  Services  Block  Grant 
Statistical  Report,  which  contains  comprehensive  program,  and  financi^  data  on  the 
CSBG  and  related  activities  on  a  national  and  state-by-state  basis.  Also  included  in 
this  report  are  narrative  descriptions  of  program  activities  and  functions,  again 
presented  in  summary  form  and  state-by-state.  We  would  be  happy  to  provide 
members  of  the  Committee  with  copies  of  this  report 

What  does  CSBG  do?  CSBG  is  a  model  for  how  block  grants  should  work.  Its 
purpose  is  to  encourage  local  communities  to  solve  their  problems.  It  is  both  flexible 
and  accountable.  It  relies  on  an  existing  and  experienced  community-based  service 
delivery  system  of  Community  Action  Agencies  and  other  organizations.  It  promotes 
economic  development  and  self-sufficiency,  and  is  family  oriented.  It  strives  to 
prevent  poverty,  rather  than  simply  treating  it.   It  is  cost-effective. 

Every  Community  Action  Agency  in  the  nation  is  different,  but  they  have  a  great 
deal  in  common.  Each  organization,  through  its  local  board  of  directors,  establishes 
priorities  and  serves  its  community  and  its  lower-income  residents  through  programs 
designed  and  delivered  locally,  in  partnership  with  state  and  local  governments, 
businesses,  civic  and  religious  groups  and  others.  Walk  through  the  door  of  a  local 
CSBG  agency  in  any  state,  and  you  arc  likely  to  find  many  if  not  all  of  these 
services  under  one  roof: 
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*  micro-business  development  help  for  low-income  entrepreneurs 

*  employment  and  training  programs 

*  local  community  and  economic  development  projects 

*  housing  and  energy  services 

*  Head  Start 

*  nutrition  programs 

*  family-based  case  management 

*  a  variety  of  crisis  and  emergency  safety  net  services 

CSBG  funds  many  of  these  services  directly.  Even  more  importantly,  CSBG  is  the 
"glue"  holding  together  a  local  delivery  system  able  to  respond  effectively  and 
efficiently,  without  a  lot  of  red  tape,  to  the  needs  of  individual  low-income 
households  as  well  as  to  broader  community  needs.  Without  CSBG,  local  agencies 
would  not  have  the  capacity  to  work  in  their  communities  developing  local  funding, 
donated  and  volunteer  services  and  to  run  programs  of  far  greater  size  and  value  than 
the  actual  CSBG  dollars  they  receive. 

Leveraging.  The  Community  Services  Block  Grant  is  by  design  a  program  which 
operates  and  owes  its  success  to  its  ability  to  leverage  enormous  resources,  far  larger 
than  CSBG  itself,  and  to  apply  those  resources  directly  at  the  local  level  where  it  can 
actually  meet  the  needs  of  real  people  rather  than  the  bureaucracy.  Community 
Action  Agencies,  at  the  local  level,  leverage: 

*  over  $315,900,000  in  private  funds 

*  over  $230,700,000  in  local  government  funds 

*  over  $403,000,000  in  state  funds 

*  15.6  million  volunteer  hours 

NASCSP  recognizes  that  significant  restructuring  of  low-income  programs  is 
inevitable,  and  if  done  thoughtfully,  can  be  of  great  benefit  both  to  low-income 
Americans  and  the  taxpayer.  As  changes  are  considered,  we  urge  Congress  to 
consider  CSBG  as  a  model  for  restructuring,  because  it  has  successfully  operated 
since  its  inception  as  a  program  giving  maximum  flexibility  to  states  and  localities, 
yet  maintaining  a  clearly  defined  purpose  and  a  high  degree  of  accountability,  so  that 
Congress  and  the  public  can  actually  see  and  measure  how  these  federal  funds  are 
being  used  locally. 

CSBG  works.  It  provides  oversight  to  ensure  quality  control  and  accountability.  It 
allows  local  Community  Action  Agencies  (CAAs)  to  test,  refine,  and  implement  new 
strategies  where  necessary  without  sacrificing  services  that  have  proven  effective  in 
helping  people  lift  themselves  out  of  poverty.  It  connects  Community  Action 
Agencies  to  local  and  state  govemments.  It  supports  the  maximum  feasible 
participation  of  the  poor  in  the  decision  making  process.  It  allows  local  agencies  to 
form  consortia  and  collaboratives  to  deal  with  complex  problems.  It  allows  the 
CAAs  and  other  local  agencies  to  respond  in  a  timely  manner  to  crises,  disasters,  and 
emergencies. 
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Each  year  state  administration  has  improved.  States  provide  training  and  technical 
assistance  to  Community  Action  Agencies  as  well  as  on-site  monitoring.  States  have 
developed  comprehensive  systems  for  data  collection.  NASCSP  and  other  federal, 
state  and  local  organizations  have  used  these  data  to  document  the  effectiveness  of 
CSBG. 

Working  in  partnership  with  existing  eligible  entities,  states  expanded  services  to 
areas  which  were  unserved  prior  to  implementation  of  the  CSBG.  States  are 
committed  to  maintaining  the  vision  that  created  CSBG  and  to  obtaining  and  using 
the  skills  and  technology  needed  to  move  the  Community  Services  Network  into  the 
21st  century. 

Funding.  As  indicated,  the  functions  of  the  Community  Services  Block  Grant  must 
be  maintained  in  order  to  assure  a  minimum  emergency  "safety  net"  at  the  local 
community  level,  especially  as  other  federal  programs  are  reduced  or  restructured. 
Communities  must  be  able  to  maintain  the  capacity  to  respond  to  these  changes.  The 
functions  of  the  CSBG  also  need  to  be  preserved  because  this  block  grant  enables 
communities  to  move  people  out  of  poverty,  to  prevent  poverty  and  to  promote  self- 
sufficiency  for  individual  families  and  communities.  For  this  reason,  NASCSP 
strongly  supports  increasing  CSBG  funding  10%  above  the  FY  1996  funding  level. 

NASCSP  also  strongly  urges  funding  for  LIHEAP  at  the  level  in  the  President's 
budget.  Many  of  our  members  and  the  local  agencies  we  work  with  administer 
LIHEAP.  Even  those  who  do  not  (administer  the  program)  know  full  well  that 
elimination  or  cutting  of  this  lifeline  program  will  mean  that  many  Americans  will 
be  out  in  the  cold,  literally,  and  that  the  local  agencies'  ability  to  deal  with  critical, 
basic  and  emergency  needs  will  be  stretched  even  further  than  they  are  already. 

As  state  administrators  of  the  imminently  successful  Community  Services  Block 
Grant,  NASCSP  members  support  the  concept  of  giving  states  and  localities  more 
authority  and  flexibility.  Our  concern  is  first  and  foremost  for  the  welfare  of  the 
people  we  serve,  rather  than  simply  the  preservation  of  our  programs  as  they  exist 
today.  As  Congress  considers  matters  of  restructuring  and  matters  of  spending,  we 
urge  that  the  functions  and  purposes  of  the  Community  Service  Block  Grant  remain 
a  priority. 


STATEMENT  OF  THE  ASSOCIATION  OF  MATERNAL  AND  CHILD 
HEALTH  PROGRAMS 

For  over  60  years,  programs  within  llic  Maternal  and  Child  Health  Ser\  ices  Block  Grant  have 
helped  fulfill  our  nation's  strong  commitment  of  improving  the  health  of  all  mothers  and 
children  The  Maternal  and  Child  Health  (MCH)  Senices  Block  Grant  has  demonstrated  its 
ability  to  adapt  through  decades  of  change  by  responding  to  the  emergence  of  new  diseases, 
discover*  of  new  vaccines,  and  evolving  health  delivcn.  systems  while  still  fulfilling  its  core 
mission  of  improving  the  health  of  all  mothers  and  children  Congress  has  remained  committed 
to  this  program  because  it  provides  basic,  proven,  preventive  care  to  a  vulnerable  population 
with  demonstrated  results  in  reducing  infant  mortality,  improving  birth  outcomes  and 
immuni/'ing  and  screening  newborn  babies  to  prevent  life-threatening  diseases. 

Investment  in  programs  scrv  ing  pregnant  women  and  children  are  cost-effective,  preventive  in 
nature  and  result  in  improved  health  outcomes  for  mothers  and  children.    For  cvcr\'  dollar 
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invested  in  prenatal  care,  llircc  dollars  are  saved  in  subsequent  health  costs  Tor  the  care  of  a  low- 
birthweight  baby  MCH  programs  also  invest  in  the  deliver)'  of  immunizations  to  children. 
Immunizations  arc  widely  known  to  be  cost-effective,  and  for  every  dollar  spent  on  measles, 
mumps,  and  nibella  vaccine  $21  is  saved 

Another  important  MCH  program,  newborn  screening,  prevents  chronic  diseases  and  disability 
through  early  detection,  diagnosis  and  treatment  Currently,  nearly  all  4  million  newborns 
receive  screening  in  order  to  avert  tragic  health  consequences  from  genetic,  metabolic,  hearing 
and  other  disorders  In  addition  to  newborn  screening.  MCH  programs  provide  early 
inicrxcntion  and  coordination  of  care  for  children  with  chronic  diseases  and  disabilities. 
Through  these  efforts,  children  are  able  to  function  more  independently  and  avoid 
institutionalization.  Florida  estimates  saving  $2 1  .OOO  per  disabled  child  over  a  20  year  period. 
With  demonstrated,  preventive  programs  such  as  prenatal  care,  immunizations,  newborn 
screening,  and  care  for  children  with  disabilities,  the  MCH  Block  Grant  is  a  sound  investment 
for  the  health  of  children  and  pregnant  women. 

POPULATIONS  SERVED 

Tlie  Maternal  and  Child  Health  Senices  Block  Grant  directly  serves  over  15  million  women  and 
children  Through  grants,  contracts,  or  reimbursements  to  private  and  public  sector  providers, 
slate  MCH  programs  support  the  availability  and  accessibility  of  community  health  and  family 
support  senices.  especially  for  the  uninsured  and  underinsured  families.  Fiscal  Year  1994 
provisional  data  indicate  that  MCH  programs  supported  preventive.  primar>',  and  speciality 
serv  ices  to 

•  Approximately  1  5  million  pregnant  women; 

Almost  1 1  million  infants,  children  and  adolescents; 

Approximately  900.000  children  with  special  health  care  needs. 

In  addition  to  direct  sen  ice.  the  program  reaches  many  more  \yomcn  and  children  indirectly 
through  such  population-based  ser\  ices  as  newborn  screening,  sudden  infant  death  s>  ndrome 
(SIDS)  counseling,  lead  poisoning  prevention,  and  media  campaigns  thai  offer  basic  information 
to  a  wide  segment  of  the  population  to  encourage  healthy  behaviors  among  women  and  children 
and  promote  preventive  health  care 

STATE  FLEXIBILITY  /  STATE  EXAMPLES 

States  benefit  from  the  broad  nature  and  flexibility  of  the  Maternal  and  Child  Health  Senices 
Block  Grant  The  block  grant's  flexibility  allows  stales  to  pool  MCH  dollars  with  other  public 
and  private  sector  funds  to  collaborate  and  develop  new.  community-based  projects.  The  broad 
responsibility  and  function  of  the  program  allows  state  MCH  programs  to  address  the  unique 
health  needs  of  their  slates'  population. 

Targeting  Resources 

One  of  Ihc  program's  greatest  advantages  is  its  ability  to  target  resources  in  particular  cities  and 
towns  Through  the  assessing  of  needs  of  the  MCH  population  and  tracking  health  status  over 
lime,  states  can  respond  to  low  immunizations  rales  in  a  particular  county  or  high  blood  lead 
levels  in  children  living  in  a  specific  neighborhood 

For  example,  tlic  MCH  Block  Grant  helps  reduce  birth  defects  along  the  Rio 
Grande  in  Texas,  while  also  expanding  access  in  underserved  communities 
in  Arkansas  by  contracting  with  pediatricians  to  staff  clinics.  In  Mississippi. 
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children  with  chronic  diseases  and  disabilities  receive  surgeries  at  Jackson 
University  Medical  Center  and  follow-up  treatment  at  22  community-based 
sites  Tlie  Florida  MCH  program  has  had  success  in  improving  low-income 
women's  access  to  prenatal  care  in  cities  such  as  Miami.  St  Petersburg,  and 
Sara.sola  Tlie  slate's  infant  mortality  rate  has  dropped  over  the  last  ten  years 
through  these  and  other  efforts. 

In  New  York.  Chicago.  Philadelphia.  Baltimore.  San  Francisco,  and  other 
cities  throughout  our  country',  new  factors  including  the  emergence  of  lifc- 
liireatcning  diseases  affecling  women  has  required  specific  efforts  to  address 
these  needs  The  increase  spread  of  HIV  among  women  has  threatened  their 
health  and  the  health  of  their  babies.  Effective  coordination  of  MCH 
programs  with  Ryan  White  Titles  II  and  Title  IV  programs  has  enabled 
communities  to  belter  respond  and  treat  women  in  order  to  decrease  the  risk 
of  infection  to  their  newborns.  In  the  next  several  months,  MCH  programs 
will  become  involved  in  assuring  counseling  and  testing  of  pregnant  women 
to  reduce  perinatal  transmission  of  HIV  infection. 

Addrgjsing  Nyw  Health  Delivery  Systems 

MCH  programs  nuust  also  address  a  rapidl\  changing  health  care  system  to  assure  that  the  needs 
of  ciiiidren  and  families  are  appropriately  addressed  To  accomplish  this.  MCH  program 
expertise  assists  in  developing  managed  care  delivery  s\stcms  that  effectively  assure  key 
preventive  maternal  and  child  health  needs. 

In  cities  such  as  Milwaukee,  the  state  MCH  program  has  played  a  key  role 
in  bringing  togctlicr  managed  care  executives,  Medicaid  officials,  physicians 
and  consumers  to  improve  tlie  health  of  women  and  children  who  arc  AFDC 
Medicaid  recipients  enrolled  in  managed  care.  The  group  has  focused  on 
improving  the  responsiveness  of  the  Medicaid  HMO  system  for  the 
population,  simplification  of  Medicaid  eligibility  procedures,  nnd  the 
commitment  of  found.itions  to  involve  families  in  funded  projects. 
Tlirough  the  MCH  Block  Grant's  flexible  stmcture.  states  can  better  target 
the  health  needs  of  the  communities  and  respond  to  emerging  issues 
affecting  women  and  children. 

FUNDING  FORMULA  /  SET-ASIDES 

The  MCH  Block  Grant  is  a  pemianently  authorized  discretionar>'  federal  grant  program  It's 
current  authorization  level  is  $705  million:  $678,866  million  was  appropriated  in  FY  96  For 
appropriations  up  to  $600  million.  85'^  of  the  appropriation  is  allocated  to  the  states,  and  15% 
is  "set-aside"  at  the  federal  level  for  demonstration,  research  and  training,  and  service  projects. 
For  appropriations  exceeding  $600  million.  1989  amendments  created  a  second  "set-aside"  of 
12  75%  to  fund  six  types  of  demonstration  projects;  home  visiting;  provider  participation; 
integrated  senice  deliver)';  non-profit  hospital  MCH  centers:  rural  programs;  and  community 
projects  for  children  with  special  health  care  needs.  States  match  3  dollars  for  every  four  federal 
dollars:  many  states  provide  additional  funds.  States  must  limit  administrative  costs  to  10%; 
maintain  slate  MCH  funding  levels  at  1989  levels:  and  spend  30%  of  funds  on  preventive  and 
primar\  care  for  children  and  adolescents,  and  30%  on  ser\  ices  for  children  with  special  health 
care  needs 

The  MCH  Block  Grant's  two  federal  di.'icretionars  programs  or  "set-asides:  are  the  Special 
Projects  of  Regional  and  National  Significance  (SPRANS)  program  and  the  Community 
Integrated  Ser\  ice  System  (CISS)  program.  SPRANS  grants  are  authorized  as  special  projects 
that  must  respond  to  national  needs  and  priorities,  have  regional  or  national  significance,  and 
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demonstrate  some  wav  to  improve  stale  systems  of  care  for  mothers  and  children.  SPRANS 
funds  are  reserved  at  the  federal  level  for  the  purpose  of  supporting  projeets  in  five  areas  of 
research,  training,  hemophilia,  genetic  diseases,  and  maternal  and  child  health  improvement 
projects  SPRANS  grants  support  technical  assistance  training  and  research  policy  development 
centers  that  work  to  build  states'  maternal  and  child  health  infrastructure  and  develop  tools  and 
information  to  help  stales  improve  the  health  status  of  pregnant  women  and  children  While 
SPRANS  grants  focus  on  regional  and  national  priorities,  the  CISS  program  targets  communities 
through  increasing  the  capacity  for  sen  ice  delivcn,'  at  the  local  level  and  fostering  fonnation  of 
comprehensive,  integrated,  community-level  scnicc  systems  for  mothers  and  children. 

The  MCH  Block  Grant  must  address  a  continuing  demand  for  services  from  uninsured  and 
underinsured  women  and  children  In  1W4.  39  4  million  Americans  under  65,  or  17.3%.  lacked 
private  or  public  health  insurance,  and  one  quarter  (ten  million)  of  this  uninsured  population 
were  children  Tliere  is  a  clear  need  for  these  children  to  receive  preventive,  primary,  and 
specialit\  care  provided  by  MCH  and  other  programs  to  address  critical  health  needs  that  may 
othcr\\isc  go  unmet 

FUNDING  RECOMMENDATION 

To  maintain  cost-erTectivc.  preventive  public  health  senices  protecting  all  our  nation's  mothers 
and  children,  the  Association  of  Maternal  and  Child  Health  Programs  recommends  an 
appropriation  of  $705  million  for  the  Maternal  and  Child  Health  Services  Block  Grant  for 
FV  1997  Wliile  AMCHP  recognizes  that  there  are  limited  federal  resources,  it  must  be  pointed 
out  that  the  block  grant's  appropriation,  in  constant  dollars,  has  declined  since  1980  With 
sufficient  funding,  this  program  can  continue  to  play  a  vital  role  in  improving  the  health  status 
of  all  children  and  pregnant  women 


STATEMENT  OF  DR.  RONALD  A.  SACHER,  ON  BEHALF  OF  THE 
AMERICAN  ASSOCIATION  OF  BLOOD  BANKS 

My  name  is  Ronald  A.  Sacher.  MD.  I  am  a  professor  of  Medicine  and  Pathology  and  the 
Head  of  the  Department  of  Laboratory  Medicine  at  Georgetown  University  Medical  Center  . 
ill  Washington,  D.C.  I  offer  this  statement  on  behalf  of  the  American  Association  of  Blood 
Banks  (AABB)  in  support  of  the  transfusion  medicine  research  activities  of  the  National 
Institutes  of  Health  (NIH)  and  the  National  Heart,  Lung,  and  Blood  Institute  (NHLBI).  The 
AABB  appreciates  the  generous  support  that  transfusion  medicine  researchers  have  received 
from  the  NIH  via  the  Congressional  appropriations  process.  This  statement  briefly 
discusses  the  current  state  of  transfusion  medicine  research  and  signals  areas  that  our 
association  believes  merit  continued  research  support. 

The  American  Association  of  Blood  Banks 

The  AABB  is  the  professional  society  for  9,000  individuals  engaged  in  Blood  Banking  and 
Transfusion  Medicine.  AABB  members  include  many  physicians  and  scientists  engaged  in 
research  supported  by  awards  from  the  NIH.  Through  the  National  Blood  Foundation,  our 
Association  supports  a  number  of  small  scale  transfusion  medicine  research  projects. 

The  Association  also  represents  2,500  community  blood  collection  facilities,  hospital-based 
blood  banks  and  transfusion  services  including  the  American  Red  Cross  Blood  Services 
Regions.  These  facilities  are  responsible  for  collecting  virtually  the  entire  nation's  blood 
supply  and  for  transfusing  more  than  80  percent  of  the  blood  used  for  patient  care  in  the 
United  States.  Our  highest  priority  has  always  been  blood  and  transfusion  safety  with  a 
focus  on  safe  blood  for  individual  recipients  and  blood  that  is  available  for  all  who  need  it 
when  thev  need  it. 
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Scope  and  Importance  of  Transfusion  Medicine 

Transfusion  medicine  is  a  multi  disciplinary  medical  specialty  encompassing  both  clinical 
practice  and  basic  research  responsibilities.  Each  year  in  the  United  States,  over  20  million 
blood  components  are  transfused,  providing  fundamental  support  for  many  different 
surgical  and  medical  treatments.  Blood  is  needed  for  the  care  of  patients  with  cancer;  for 
accident  and  burn  victims:  for  newborn  babies  needing  intensive  care;  for  transplant 
patients;  for  millions  of  patients  who  undergo  surgery;  and  for  individuals  with  heart,  lung, 
liver  or  bowel  diseases.  A  ready  supply  of  safe  blood  is  vital  to  the  military.  Future 
advances  in  the  health  care  of  the  nation  will  depend  on  continued  progress  in  the  provision 
of  safe  and  effective  transfusion  services.  As  a  direct  result  of  transfusion  medicine 
research  -  much  of  it  funded  by  the  federal  government  through  the  NIH  -  the  U.S.  blood 
supply  is  now  safer  than  ever.'  Further  improvements  in  the  safety  and  efficacy  of  blood 
transfusion  can  be  expected  as  new  research  projects  are  funded  by  the  NIH,  other 
government  agencies  and  the  private  sector. 

NHLBI  Support  for  Transfusion  Medicine  in  Fiscal  Year  1996 

The  House  Appropriations  Committee's  fiscal  year  1996  report  encouraged  the  NHLBI  to 
fund  research  initiatives  to  improve  blood  safety,  enhance  platelet  collection  and  storage 
techniques,  and  develop  a  better  understanding  of  transfusion-associated 
imniunomodulation  and  peripheral  blood  stem  cells.  The  Institute  has  recently  funded 
several  initiatives  in  these  areas. 

A  Consensus  Conference  on  Infectious  Disease  Testing  for  Blood  Transfusion  was  held  to 
develop  recommendations  for  improving  blood  testing  protocols  and  strategies  for 
responding  to  future  infectious  disease  threats  to  the  blood  supply.  Three  specialized 
Centers  of  Research  (SCORs)  in  Transfusion  Medicine  were  created  that  support  research  to 
define  indications  for  blood  use  and  to  evaluate  and  possibly  modify  the  immunological 
response  of  transfusion  patients.  Additionally,  the  SCORs  will  conduct  research  into 
alternatives  to  blood  transfusion  that  could  involve  techniques  designed  to  stimulating  a 
patient's  body  to  more  rapidly  replenish  lost  blood  cells. 

The  Institute  also  funded  a  SCOR  to  support  research  designed  to  advance  our  knowledge  of 
the  basic  biology  of  stem  cells  and  to  evaluate  these  cells  for  use  in  gene  therapy.  To 
facilitate  this  stem  cell  research,  the  institute  created  a  network  of  umbilical  cord  blood  and 
stem  cell  collection  centers. 

While  these  projects  represent  a  substantial  investment  into  this  area  of  research,  the  AABB 
has  identified  a  number  of  research  opportunities  that  would  further  improve  the  safety  and 
efficacy  of  blood  transfusion. 

AABB  Recommended  Transfusion  Medicine  Research  Initiatives 

The  following  research  initiatives  are  particularly  appropriate  for  funding  in  fiscal  year 
1997:  blood  safety,  immune  effects  of  transfusion,  peripheral  blood  stem  cells  and  cord 
blood,  the  molecular  biology  of  blood  cell  antigens  and  platelet  biology  and  transfusion. 


According  to  the  December  28,  1995  issue  of  The  New  England  Journal  of 
Medicine,  the  Centers  for  Disease  Control  and  Prevention  revised  its  estimate 
of  the  chances  of  acquiring  HIV  infection  through  a  blood  transfusion  from 
one  case  for  every  450,000  donations  to  one  in  every  660,000  blood 
donations. 
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Blood  Safety 

Despite  the  great  progress  that  has  been  made  in  the  selection  of  donors  who  are  at  low  risk 
for  disease  transmission  and  the  use  of  and  improvements  to  an  extensive  battery  of  tests  to 
eliminate  infected  donors,  the  prevention  of  transfusion-transmitted  diseases  remains  a  top 
priority  of  transfusion  medicine  researchers  and  all  recipients  of  blood.  The  risk  of 
acquiring  identified  pathogens  througii  transfusion  is  lower  than  ever,  yet  world-wide  travel 
and  changing  demographics  could  spread  new  viruses  and  bacteria  into  the  U.S.  blood  donor 
population,    lechnologi^s  to  sterilize  cellular  blood  components  are  already  under 
development  with  corporate  support.  However,  newly  emerging  strategies  which  hold 
promise  for  pathogen  inactivation  may  need  federal  grant  support. 

Immune  Modulation  Resulting  From  Transfusion 

Blood  transfusion  involves  the  transplantation  of  living  cells  from  the  blood  donor  to  the 
recipient.  This  procedure  can  suppress  the  transfusion  recipient's  immune  system  thereby 
decreasing  the  recipient's  defenses  against  postoperative  bacterial  infection  and  tumor 
recurrence.  Preliminary  research  suggests  that  when  standard  blood  components  are 
modified  in  certain  ways,  such  as  by  exposure  to  gamma  irradiation  or  by  removal  of  donor 
leukocytes  or  donor  plasma,  the  immune  altering  effect  of  transfusion  may  disappear.  The 
role  of  cytokines  as  mediators  of  transfusion-associated  immune  modulation  may  represent 
a  fruitful  avenue  of  research. 

Blood  transfusion  can  also  stimulate  alloimmunization  to  HLA  antigens,  platelet  antigens, 
and  erythrocyte  antigens,  significantly  impairing  the  ability  to  support  transfusion- 
dependent  patients.  The  Subcommittee  is  therefore  urged  to  support  research  into  the 
mechanisms  and  prevention  of  immune  modulation  by  blood  transfusion. 

Peripheral  Blood  Stem  Cells  and  Cord  Blood 

Red  blood  cells  that  carry  oxygen,  white  blood  cells  that  fight  disease,  and  platelets  that  stop 
bleeding  are  all  produced  from  a  single  cell  type,  called  the  stem  cell.  Research  indicates 
that  stem  cell  transplants  have  the  potential  for  replacing  much  more  difficult  bone  marrow 
transplants.  Because  of  their  ability  to  multiply  into  many  different  types  of  blood  cells, 
stem  cells  may  also  become  the  ultimate  vehicle  for  curing  diseases  through  gene  therapy. 

Recently  it  has  been  found  that  considerable  quantities  of  stem  cells  can  be  collected  from 
the  blood  stream.  Stem  cells  are  also  increasingly  collected  from  the  blood  remaining  in  the 
placenta  and  its  attached  umbilical  cord  after  delivery  of  newborn  babies.  Although  the 
total  volume  of  blood  is  small  and  is  normally  discarded  after  birth,  the  amount  of  stem 
cells  is  great  enough  to  perform  stem  cell  transplantation  in  children  with  leukemia  and 
other  diseases. 

Current  funding  initiatives  in  this  area  are  expected  to  pose  new  questions  on  the  proper  use 
of  peripheral  blood  stem  cells  and  cord  blood.  A  variety  of  both  biological  and  technical 
issues  require  continued  investigation.  These  include  proper  immunologic  and  functional 
characterization  of  the  stem  cell,  investigation  of  methods  of  stimulating  stem  cell 
production  in  normal  donors,  and  optimum  methods  for  the  collection,  processing  and 
storage  of  stem  cells. 

Molecular  Biology  of  Blood  Cell  Antigens 

The  last  several  years  has  witnessed  dramatic  progress  in  understanding  of  the  nucleotide 
sequence  coding  for  blood  cell  alloantigens.  Continued  investigation  on  clinically 
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significant  alloantigen  systems  is  of  priority  interest  in  transfusion  medicine.  Molecular 
immunohematology  research  may  focus  on  topics  from  transcription  regulation  of  genes 
controlling  erythrocyte  alloantigens  to  improved  diagnostics  for  genotyping  and  the  role  of 
these  antigens  in  disease  association  such  as  malaria. 

Platelet  Biology  and  Transfusion 

Blood  platelets  are  needed  to  stop  bleeding  during  surgery  and  to  prevent  bleeding  in 
patients  with  platelet  deficiencies.  Platelets  are  to  allow  greater  treatment  of  cancer,  organ 
transplant,  and  trauma  patients.  Last  year,  over  seven  million  units  of  platelets  were 
transfused  in  the  United  States.  Transfusions  of  blood  platelets  are  increasing  at  a  faster 
rate  than  any  other  blood  component.  However,  because  of  the  nature  of  this  blood  cell, 
platelets  can  be  stored  for  only  five  days.  Not  only  do  platelets  rapidly  lose  their  biological 
activity  during  storage,  but  they  must  be  stored  at  temperatures  that  can  facilitate  the 
proliferation  of  bacteria. 

Research  into  the  basic  biochemistry  and  energy  requirements  of  platelets  are  needed  to 
prevent  platelet  storage  lesion  and  to  assess  platelet  function  in  living  patients.  Research  is 
also  needed  to  improve  immunological  matches  between  platelet  donors  and  recipient.  In 
addition,  we  need  clinical  research  on  the  optimum  use  of  platelets  so  that  limited  supplies 
are  used  to  their  best  advantage. 

Other  Transfusion  Medicine  Research  Priorities 

While  clinical  judgment  will  continue  to  play  a  central  role  in  the  decision  to  transfuse, 
objective  physiologic  indicators  are  needed  that  will  maximize  the  benefit  of  transfusion  to 
blood  recipients.  Improved  techniques  for  determining  tissue  oxygen  requirements, 
measurement  of  blood  volume,  and  other  tests  are  needed  as  clinical  indicators  of 
transfusion  therapy.  Research  that  will  identify  techniques  to  limit  the  effects  of  human 
error  and  prevent  transfusion  fatalities  is  critically  important  to  the  overall  safety  of 
transfusion  therapy. 

Because  recurring  national  blood  shortages  threaten  an  adequate  blood  supply,  research 
funding  is  appropriate  for  investigation  into  the  recruitment  and  retention  of  safe  blood 
donors.  Research  is  needed  to  better  understand  psychosocial  factors  that  influence  blood 
donors  and  to  form  the  basis  of  innovations  in  blood  donor  recruitment.  Additional  research 
should  assess  donor  demographics,  the  use  of  donor  incentives,  public  education  of  the 
importance  of  blood  donation,  the  inclusion  of  racial  minorities  as  donors,  and  mechanisms 
of  donor  retention. 


Agency  for  Health  Care  Policy  and  Research  (AHCPR)  Sponsored  Research 

As  competition  increases  for  a  fixed  quantity  of  health  resources,  it  has  become  increasingly 
important  to  identify  which  technologies  have  the  greatest  benefit.  Research  is  needed  to 
obtain  adequate  information  upon  which  to  make  rational  decisions  concerning  alternative 
technologies.  AHCPR  is  therefore  urged  to  support  research  into  the  cost-effectiveness  of 
major  policy  decisions  facing  our  field,  such  as  the  continued  emphasis  on  autologous  and 
directed  blood  services,  the  increased  effort  devoted  to  regulation  and  compliance  and  the 
appropriate  use  of  information  systems.  In  a  similar  fashion,  research  funding  is  needed  to 
assess  the  costs  and  benefits  of  implementing  new  technologies,  such  as  leukoreduction  of 
cellular  components,  the  use  of  growth  factors  and  the  implementation  of  new  tests  for 
transfusion-transmitted  diseases.  Specific,  detailed  information  is  needed  on  the  basic  costs 
of  blood  components  and  the  most  efficient  ways  to  deliver  blood  services. 
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National  Blood  Foundation  (NBF)  Funding 

The  NBF  is  the  only  private  national  funding  source  exclusively  devoted  to  the 
advancement  of  research  in  Transfusion  Medicine.  All  the  topics  identified  above  are 
potentially  suitable  for  NBF  support.   However,  because  of  the  limitation  in  the  size  of  the 
funding  awarded  by  NBF  grants,  large  projects  cannot  be  supported  by  an  NBF  grant.  Thus, 
NBF  remains  a  vita!  mechanism  for  the  support  of  smaller,  well-focused  investigator- 
initiated  proiects.  The  funding  of  non-targeted,  basic  or  clinical  research  in  transfusion  is 
the  particular  strength  of  the  NBF. 

Fiscal  Year  1997  Funding  Levels 

Fhc  AAliB  is  aware  of  the  many  demands  on  the  discretionary  funds  in  the  federal  budget. 
However,  we  view  medical  research  funding  as  an  investment  in  America's  future 
competitiveness.  Consistent  with  the  Ad  Hoc  Group  for  Medical  Research  Funding,  the 
A  ABB  therefore  endorses  a  6.5  percent  increase  in  NIH  funding  over  fiscal  year  1996  in  the 
coming  fiscal  year.  This  level  of  funding  would  provide  sufficient  resources  for  the  NIH  to 
move  towards  its  goal  of  funding  at  least  one-third  of  the  competing  research  project  grant 
applications,  rather  than  the  current  one-in-five.  Since  the  diseases  investigated  by 
researchers  funded  by  the  NHLBI  account  for  50  percent  of  American  deaths,  funding  for 
the  NHLBI  should  be  increased  by  a  percentage  at  least  as  great  as  that  allocated  to  the 
other  NIH  institutes. 

On  behalf  of  the  many  scientists  devoted  to  improved  blood  transfusion  practice,  the 
thousands  of  health  care  professionals  who  work  daily  to  deliver  blood  services,  and  the 
millions  of  American  transfusion  recipients,  I  thank  you  for  this  opportunity  to  discuss 
federal  support  for  research  in  transfusion  medicine. 


STATEMENT  OF  THE  AMERICAN  PEDIATRIC  SOCIETY 

The  pediatric  academic  societies  represent  thousands  of  pediatric 
researchers  involved  in  basic,  clinical  and  health  services  research  with  the 
goal  of  improving  the  quality  of  life  for  all  of  America's  children.  These 
scientists  come  from  medical  schools,  children's  hospitals  and  other 
research  facilities.  They  are  the  driving  force  behind  advances  in  science 
that  benefit  children  and  also  are  the  mentors  for  training  our  next 
generation  of  pediatric  scientists.  In  addition  to  the  specific 
recommendations  listed  below,  we  also  support  the  FY  1997  National 
Institutes  for  Health  (NIH)  recommendation  -  6.5%  --  presented  by  the  Ad 
Hoc  Group  for  Medical  Research  Funding  and  the  overall  health  spending 
recommendations  of  the  Coalition  for  Health  Funding. 

This  statement  addresses  four  main  points:  First,  greater  emphasis  must 
be  given  to  pediatric  clinical  research;  second,  clinical  studies  offer  the 
best  hope  for  reducing  the  cost  of  medical  carfe  while  improving  the  health 
of  our  children,  and  indeed,  all  of  our  citizens;  third,  all  that  benefit  from 
clinical  studies  need  to  share  their  cost,  this  includes  insurance  companies 
and  managed  care  organizations;  and  fourth,  children  need  more 
opportunities  to  participate  in  clinical  trials. 

Clinical  Research: 

We  are  in  an  age  of  great  technological  innovation  that  has  allowed  for  a 
better  understanding  of  the  pathogenesis  of  disease,  enhancing  diagnostic 
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capabilities  and  improving  the  treatment  of  patients.  However,  the  actual 
practice  of  medicine  Is  too  often  based  on  empiricism  rather  than  evidence 
derived  from  well-controlled  clinical  trials.  Clinical  trials  when  done  well  can 
establish  the  usefulness  of  a  particular  test  or  treatment  and  examine  their 
cost  effectiveness  compared  to  current  practice.  Unfortunately,  only  10-20 
percent  of  medical  practices  are  based  on  data  from  well-controlled  studies 
according  to  the  General  Accounting  Office.  Thus,  when  your  child  or 
grandchild  is  being  treated  for  an  illness  today  there  is  only  about  a  one  in 
five  chance  that  the  therapy  is  based  on  solid  evidence  that  it  will  be 
helpful. 

Clinical  Studies  and  Cost-Benefit: 

In  the  current  era  of  constricting  federal  dollars  for  health  care  and 
research,  many  researchers  believe  that  U.S.  medical  research  is  currently 
in  a  crisis.  We  recognize  that  the  NIH  received  a  substantial  increase  in 
funding  this  year  and  applaud  the  high  priority  Congress  and  the  Labor, 
Health  and  Human  Services,  and  Education  Appropriations  subcommittee 
in  particular  has  given  to  health  care  research.  However,  we  remain 
concerned  that  the  percentage  of  grants  being  funded  continues  to 
decrease.  There  is  also  growing  concern  that  the  focus  of  academic 
institutions,  where  most  of  the  nation's  pediatric  research  occurs,  is  shifting 
away  from  the  traditional  triple  role  of  patient  care,  teaching  and  research 
to  one  concerned  predominately  with  clinical  care.  In  the  long  run  such  a 
shift  in  focus  will  be  detrimental  to  the  health  of  our  children  and  very 
costly.  This  change  in  emphasis  will  impair  the  quality  of  the  training  of 
future  generations  of  pediatric  medical  scientists.  Furthermore,  a 
decreased  emphasis  on  research  will  lessen  our  ability  to  prevent  disease 
in  children  and  eventually  lead  to  an  increase  in  the  number  of  adults  who 
are  medically  ill  and  therefore  less  productive.  We  are  certain  that  the 
members  of  the  subcommittee  remember  the  crippling  effects  the  polio 
virus  had  on  people,  both  during  their  childhood  and  later  on  when  they 
became  adults.  The  development  of  two  polio  vaccines  proved  not  only  to 
be  a  very  cost-effective  means  for  preventing  this  disease  in  the  United 
States,  but  will  likely,  in  the  near  future,  bring  about  the  elimination 
throughout  the  world. 

It  is  our  belief  that  this  current  crisis  also  allows  us  an  opportunity  to  utilize 
research  as  the  primary  tool  to  overcome  the  constraints  of  a  constricting 
budget.  We  must  use  research  not  only  to  manage  or  cure  disease,  but 
also  to  decide  how  we  can  most  effectively  spend  our  health  care  dollars. 
It  is  no  longer  enough  to  ask  if  a  treatment  works.  The  question  is  also 
whether  the  therapy  is  a  cost-effective  use  of  our  resources.  If  we  have  the 
foresight  to  put  a  significant  portion  of  these  cost  savings  back  into 
additional  research  endeavors,  we  can  achieve  two  important  but 
seemingly  opposing  goals;  i.e.,  better  health  for  our  citizens  at  a  lower 
cost. 

In  pediatrics  we  have  some  spectacular  examples  of  how  well-controlled 
multi-center  trials  can  improve  the  health  of  our  children  in  a  cost  effective 
manner.  For  example,  in  the  specialty  of  infectious  disease,  a  recent  NIH- 
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sponsored  study  examined  whether  Zidovudine  (ZDV),  a  medicine  used  to 
treat  patient  with  AIDS,  could  be  given  to  HIV-infected  pregnant  women  to 
prevent  them  from  passing  the  HIV  virus  on  to  their  infants  during 
pregnancy.  The  findings  in  this  study  showed  that  such  treatment  reduced 
the  rate  of  HIV  infection  In  their  infants  by  two-thirds,  from  25  percent  to  8 
percent.  This  remarkable  study  showed  for  the  first  time  that  we  could  use 
a  medicine  to  prevent  HIV  infection.  Obviously,  the  ability  to  prevent  rather 
than  treat  HIV  infection  allows  for  substantial  cost  saving.  If  ZDV  were 
adopted  universally,  between  650  and  1300  infants  would  avoid  AIDS  each 
year,  saving  an  estimated  $85.8  million  -  $171.6  million  annually. 

Unfortunately,  many  excellent  clinical  studies  that  are  proposed  to  examine 
these  types  of  clinical  issues  are  delayed  or  canceled.  Numerous  examples 
can  be  cited.  In  one  case  that  occurred  at  a  university  based  hospital  in 
North  Carolina,  a  neonatologist  who  submitted  a  study  to  the  Agency  for 
Health  Care  Policy  and  Research  (AHCPR)  to  examine  cost-effective 
approaches  for  discharge  and  follow-up  of  premature  infants  with  chronic 
respiratory  disease.  Despite  receiving  an  outstanding  priority  score  at  the 
3.6  percentile  the  funding  to  do  this  study  remains  uncertain. 

Cost  Sharing: 

The  RFC  does  not  believe  that  the  monies  to  do  these  clinical  studies 
should  come  at  the  expense  of  basic  or  translational  research,  for  these 
provide  the  foundation  upon  which  clinical  studies  are  based.  Therefore, 
we  must  find  additional  funding  to  do  well-controlled  clinical  studies.  The 
pediatric  academic  societies  have  long  recognized  the  need  to  increase  the 
amount  of  clinical  research  in  children  and  recently  have  established  a 
program  designed  to  help  initiate  multi-center  clinical  trials  in  children. 

Other  means  to  enhance  our  clinical  research  capabilities  must  also  be 
explored.  We  believe  that  insurance  companies  and  managed  care 
organizations  must  share  equally  in  funding  clinical  research,  since  their 
viability  is  predicated  on  delivering  high  quality,  cost-effective  health  care. 
Congress  should  encourage  and  explore  incerttives  to  persuade  companies 
that  benefit  from  clinical  research  to  provide  substantial  funding  for  these 
endeavors. 

Other  health  care  companies,  such  as  those  in  the  phamnaceutical  industry 
should  also  be  encouraged  to  contribute  more  resources  to  research.  In 
our  opinion,  increased  funding  in  research  is  a  long-term  Investment  as 
opposed  to  a  short-term  view  based  on  bottom  line  profitability.  The  June 
1995  ResearchlAmerica  Harris  poll  showed  that  61  percent  of  those 
surveyed  urged  Congress  to  provide  tax  incentives  for  private  Industry  to 
conduct  medical  research. 

inclusion  of  Children  in  Clinical  Trials: 

Finally,  in  the  past  the  tendency  has  been  to  exclude  children  from  many 
relevant  clinical  trials.  This  was  done  under  the  guise  that  new  procedures 
and  treatments  should  first  be  tested  in  adults.  Multiple  studies,  such  as 
those  involving  HIV-infected  children,  show  that  children  can  benefit  greatly 
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from  inclusion  in  well  designed  clinical  trials,  some  of  which  can  be 
conducted  while  similar  studies  are  ongoing  in  adults.  The  pediatric 
academic  societies  believe  that  this  issue  needs  to  be  addressed.  We  will 
be  holding  a  symposium  in  May  to  more  closely  examine  this  issue 
ourselves.  Moreover,  the  NIH  will  convene  a  workshop  in  June  on  the 
"Inclusion  of  Children  in  Clinical  Research."  The  workshop  will  examine  the 
participation  of  children  in  clinical  research,  including  clinical  trials, 
sponsored  by  all  Institutes,  Centers  and  Divisions  of  the  NIH.  We  are 
pleased  that  this  Committee  also  shares  similar  concerns  as  evidenced  by 
the  FY  1996  Committee  Report  language  which  included  the  following: 

The  Committee  strongly  encourages  the  NIH  to  strengthen  its 
portfolio  of  basic,  behavioral  and  clinical  research  conducted  and 
supported  by  all  of  its  relevant  Institutes  to  establish  priorities  for 
pediatric  research,  and  to  ensure  the  adequacy  of  translational 
research  from  the  laboratory  to  the  clinical  setting.  The  Committee 
encourages  the  NIH  to  establish  guidelines  to  include  children  in 
clinical  research  trials  conducted  and  supported  by  NIH. 

We  would  further  hope  that  other  agencies  with  a  research  agenda,  such 
as  the  FDA  and  the  CDC  also  further  examine  this  important  issue. 

The  Public  Policy  Council  appreciates  this  opportunity  to  present  its  views 
on  the  importance  of  clinical  research  for  all  American  children  and  would 
be  pleased  to  provide  you  with  any  additional  information. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  PEDIATRICS 

As  pediatricians  we  see  the  integral  tie  between  basic  research  and  the  care  we  provide;  we 
see  the  impact  of  poverty  and  violence  on  the  health  of  our  children  and  adolescents;  and  we 
know  that  the  future  of  our  workforce  depends  on  the  decisions  we  make  today.    We 
recognize  that  the  current  budget  situation  makes  significant  funding  increases  in  child  health 
programs  difficult.    However,  the  Academy  and  the  endorsing  organizations  encourage  this 
subcommittee  to  be  cognizant  of  the  enormous  possibilities  and  potential  of  research, 
prevention,  training  and  services  and  continue  to  appropriate  the  necessary  funds  to  the  extent 
possible. 

Childhood  Immunization  Program 

The  CDC's  childhood  immunization  program  is  the  cornerstone  of  preventive  health  care  for 
children  served  in  the  public  sector  and  we  applaud  the  high  priority  assigned  to  this  program 
by  the  Administration.  Tremendous  strides  in  establishing  effective  immunization  programs 
have  been  made  over  the  past  few  years.  In  addition  to  the  cost-effectiveness  of  vaccines,  the 
number  of  reported  cases  of  vaccine  preventable  diseases  are  at  or  near  all  time  lows  and 
immunization  levels  of  two-year  old  children  are  the  highest  ever  recorded.  We  attribute  this, 
in  part,  to  the  Vaccines  for  Children  (VFC)  Program  and  encourage  Congress  to  continue  its 
commitment  to  ensuring  its  viability.  The  VFC  program  combines  the  efforts  of  public  and 
private  providers  to  accomplish  and  sustain  vaccine  coverage  goals  foF  both  today's  and 
tomorrow's  vaccines.  It  removes  vaccine  cost  as  a  barrier  to  immunization  for  some  and 
reinforces  the  concept  of  a  "medical  home."  Its  successful  "implementation  has  resulted  in  the 
enrollment  of  almost  35,000  public  and  private  provider  sites.  Continued  investment  in  CDC 
efforts  to  assist  states  in  developing  immunization  information  systems  will  serve  to  sustain 
high  immunization  levels  by  reminding  parents  when  immunizations  are  due/overdue  and 
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reminding  providers  of  the  immunization  levels  of  the  children  they  serve.  Also,  in  order  to 
most  efTectively  access  children  at  highest  risk  for  under-immunization,  the  Academy  strongly 
supports  CDC's  efforts  to  collaborate  closely  with  the  WIC  program.  Immunizations  are  an 
important  investment  in  our  children.  Our  request  for  funding  includes  support  for  the  key 
strategies  mentioned  above,  which  when  implemented  locally,  are  critical  to  raising 
immunization  coverage  levels  among  our  nation's  children.  In  FY  1997  the  Academy  and  the 
endorsing  organizations  recommend  $650  million  for  CDC's  Childhood  Immunization 
program. 

Maternal  and  Child  Health  Service  Block  Grant 

Authorized  under  Title  V  of  the  Social  Security  Act,  the  MCH  Block  Grant  is  a  "block  grant" 
that  works.  It  exemplifies  key  elements  in  any  successful  block  grant  -  it  is  logically 
organized  around  similar  programs  and  expertise,  emphasizes  preventive  health,  targets  similar 
populations  and  problems  and  utilizes  similar  public  and  private  provider  networks.  It  is  the 
crucial  framework  upon  which  States  have  built  and  maintained  their  systems  of  care  for 
children  and  women.  Currently,  the  MCH  Block  Grant  provides  preventive  and  primary  care 
services  to  nearly  8  million  infants,  children  and  adolescents  as  well  as  preventive  services  to 
approximately  4.2  million  women  -  including  one-third  of  all  pregnant  women  in  the  US. 
Moreover,  it  provides  specialized  health  and  family  support  services  to  755,000  children  with 
chronic  conditions  and  disabilities;  one-half  of  the  nation's  children  with  severe  disabilities, 
and  approximately  20%  of  those  with  chronic  conditions  receive  services  through  the  MCH 
Block  Grant.  It  is  the  "glue"  that  brings  together  multiple  services  and  agencies  for  children 
and  adolescents  by  coordinating,  integrating  and  filling  gaps.  Another  important  component  of 
the  MCH  Block  grant  is  addressing  the  health  needs  of  adolescents  -  both  physical  and 
mental  health.  The  Office  of  Adolescent  Health  supports  initiatives  such  as  health  care 
programs  for  incarcerated  youth,  health  care  services  for  minority  group  adolescents,  violence 
and  suicide  prevention,  and  interdisciplinary  adolescent  health  training  programs  to  foster 
professional  development  in  the  management  of  adolescent  health  needs.  In  a  time  when 
coverage  of  health  care  services  for  vulnerable  adolescents  is  in  question,  the  activities  of  this 
office  are  crucial.  The  MCH  Block  Grant  includes  an  important  set-aside  of  15%  percent  to 
support  the  Special  Projects  of  Regional  and  National  Significance  (SPRANS)  to  improve 
maternal  and  child  health  and  promote  more  effective  delivery  systems.   We  support  the 
funding  of  the  MCH  Block  Grant  program  at  its  full  authorization  of  $705  million 

Emergency  Medical  Services  for  Children 

In  1993.  the  Institute  of  Medicine  issued  a  report  describing  the  serious  deficiencies  in 
emergency  medical  services  for  children  (EMS-C);  for  example,  many  ambulance  services  and 
hospital  emergency  departments  do  not  even  have  child-sized  equipment,  such  as  oxygen 
masks,  IV-tubes,  and  neck  braces,  needed  to  treat  critically  ill  and  injured  children.  Many 
emergency  medical  personnel  need  additional  training  to  adequately  treat  children,  whose 
medical  needs  are  very  different  than  those  of  adults.   (Children  have  more  serious  breathing 
problems,  are  less  tolerant  of  blood  loss,  are  more  vulnerable  to  head  injuries,  have  different 
time  requirements  for  procedures  and  transport,  and  require  special  splints,  airway  devices, 
drugs  and  dosages.)  To  date,  approximately  40  states  have  received  some  form  of  EMS-C 
funding  under  this  program.  Grantees  have  developed  training,  research,  and  injury 
prevention  programs  which  other  states  and  localities  have  replicated,  increasing  the  cost- 
effectiveness  of  federal  dollars.  A  dramatic  example  of  this  program's  incredible  value  was 
provided  by  the  Oklahoma  City  bombing  last  April.  The  city's  paramedics  had  received 
pediatric  EMS  training  a  year  earlier  as  a  result  of  an  EMS-C  grant  and,  thus,  were  better  able 
to  help  the  children  hurt  in  the  bomb  blast.   In  addition,  part  of  the  Oklahoma  grant  had  been 
used  to  develop  a  de-briefing  program  for  emergency  medical  personnel,  which  helped  them 
deal  with  the  psychological  trauma  of  this  terrible  tragedy.   Seventeen  states  and  territories, 
including  Mississippi,  Iowa,  and  Kansas,  have  not  yet  received  a  basic  EMS-C  grant.  At  the 
very  least,  we  recommend  funding  this  program  at  $12.5  million,  which  would  allow  funding 
for  nine  new  basic  grants  and  additional  support  to  address  identified  problems  in  other  states. 
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Lead  Poisoning  Prevention  Program 

Lead  poisoning  is  the  leading  environmental  health  problem  affecting  children  and  is  the 
number  one  preventable  cause  of  childhood  disability.   Furthermore,  there  may  currently  be 
low-risk  communities  that  do  not  require  lead  screening,  yet  no  explicit  guidance  has  been 
developed  for  determining  a  communities'  lead  risk.   Clearly,  funding  to  provide  more  data 
concerning  prevalence  in  specific  regions  and  locales  is  needed.  The  Lead  Poisoning 
Prevention  Program  at  the  CDC  is  a  technical  assistance  and  grant  program  for  the  start-up 
and  expansion  of  projects  to  detect  and  prevent  lead  poisoning  In  previous  years,  CDC  has 
been  able  to  fund  programs  and  provide  technical  assistance  at  the  state  and  local  level, 
including  programs  in  Illinois,  Wisconsin,  Ohio,  New  York,  and  Maryland.  CDC  also  works 
with  other  agencies  to  implement  primary  prevention  demonstration  programs  for  preventing 
exposure  to  hazardous  lead  from  birth.   We  strongly  support  this  program  and  recommend,  at 
a  minimum,  level  funding  of  $37  million  for  FY  1997. 

Centers  for  Disease  Control  and  Prevention  Injury  Prevention 

Injury  is  the  leading  cause  of  death  among  children  ages  one  through  nineteen  and  all 
Americans  ages  1-44,  and  is  a  major  cause  of  long-term  disability  for  both  children  and 
adults.   Injury  is  costly  on  multiple  levels  —  in  the  emotional  toll  it  takes  on  its  victims  and 
on  their  families;  in  direct  medical  expenses  (acute  and  chronic);  and  in  long-term  economic 
costs  due  to  the  years  of  potential  life  and  productivity  lost  (especially  with  respect  to 
children).  Therefore,  efforts  to  reduce  the  incidence  and  severity  of  injury  are  extremely  cost- 
effective,  and  the  National  Center  for  Injury  Prevention  and  Control  (NCIPC)  fulfills  a  unique 
function  in  this  undertaking.    The  NCIPC  works  closely  with  other  federal  agencies,  national, 
state,  and  local  organizations,  state  and  local  health  departments,  and  research  institutions  in 
its  study  of  home  and  recreational  injuries  and  violence  prevention.  For  example,  in  several 
states,  including  Illinois  and  Texas,  the  CDC  is  working  to  evaluate  school  and  community 
based  violence  prevention  programs  including  mentoring,  peer  mediation,  public  information 
campaigns,  and  conflict  resolution  education.  In  Oklahoma,  Maryland,  and  Arkansas,  the 
CDC  is  funding  projects  to  promote  the  use  of  smoke  detectors  to  reduce  residential  fires  and 
to  promote  the  use  of  bicycle  helmet  to  reduce  related  head  injuries  to  children.  In  some  of 
these  areas,  projects  are  sponsored  in  collaboration  with  the  Indian  Health  Service  for  the 
establishment  of  injury  prevention  programs  in  Native  American  communities.   We 
recommend  that  the  CDC  injury  prevention  program  be  funded  at  $65  million. 

Family  Planning 

Reducing  infant  mortality  and  the  number  of  low  birth-weight  babies  are  paramount  goals  of 
the  pediatric  community.   A  method  to  achieve  these  goals  is  better  education  and  delaying 
pregnancies.   For  25  years.  Title  X  of  the  Public  Health  Service  Act  has  funded  over  4000 
clinics  across  the  United  States  to  provide  confidential  information  and  contraceptive  services 
for  low-income  women.   The  clinics  also  provide  other  essential  services,  such  as  screening 
for  sexually  transmitted  diseases,  hypertension,  diabetes,  and  anemia.    Such  information  is 
intended  to  help  reduce  the  incidence  of  unintended  pregnancy,  to  improve  maternal  health, 
and  to  reduce  abortion.   We  are  concerned  that  decreased  funding  of  the  Title  X  program 
could  lead  to  higher  infant  mortality  rates,  an  increase  in  the  number  of  unintended 
pregnancies,  and  an  increase  in  the  number  of  low  birth-weight  babies.  Therefore,  we 
recommend  that  in  order  to  maintain  current  services,  and  allow  for  a  slight  expansion  in 
services,  that  $199  million  be  allocated  for  this  program  in  FY  1997. 

Health  Professions  Training/The  National  Health  Service  Corps    ' 
Title  VII  of  the  Public  Health  Service  Act,  Primary  Care  Training  Grants  for  General  Internal 
Medicine  and  General  Pediatrics,  remains  a  small  but  vita(  incentive  program  for  the 
generalist  training  of  pediatricians.  If  we  are  going  to  have  an  adequate  supply  of  primary 
care  pediatricians  to  meet  the  anticipated  demand  for  their  services,  then  we  must  protect  and 
expand  graduate  medical  education  funding  now.   These  funds  are  at  work  in  communities 
such  as  the  University  of  Massachusetts  Medical  Center  which  has  developed  nationally  and 
internationally  recognized  programs  that  have  moved  primary  care  residency  training  into  the 
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community  and  established  an  effective  program  to  enhance  the  community  physicians  as 
educators  and  role  models.  The  residency  training  program  has  been  consulted  and  copied  by 
over  40  other  pediatric  programs.  The  faculty  development  program  has  trained  directly,  or 
indirectly  through  programs  modeled  on  it,  over  300  community  physicians,  including  many 
community  health  center-based  practitioners.  With  funding  since  1988,  the  rate  of  residents 
entering  primary  care  increased  to  67%  in  the  first  few  years  and  has  been  83%  the  past  two 
years.   The  Academy  and  the  endorsing  organizations  support  $25  million  for  General  Internal 
Medicine/General  Pediatrics  and  joins  with  the  Health  Professions  and  Nursing  Education 
Coalition  in  supporting,  funding  of  at  least  $290  million  in  total  funding  for  Title  VII  and 
Title  VIII.   The  National  Health  Service  Corps  is  a  key  component  of  any  effort  to  remove 
barriers  to  health  care.  The  scholarship  and  loan  repayment  programs  are  another  integral  part 
of  national  efforts  to  increase  opportunities  for  minorities  to  become  health  professionals.  We 
support  funding  of  $120.2  million. 

Pediatric  AIDS 

The  incidence  of  HIV  infection  in  infants,  children,  and  adolescents  is  on  the  rise.  As  of  June 
of  1995,   6,61 1  cases  of  AIDS  in  children  aged  13  and  younger  had  been  reported  to  the 
CDC.   The  Pediatric  AIDS  demonstration  program  within  Title  IV  of  The  Ryan  White  CARE 
Act,  provides  grants  for  developing  therapeutic  drugs  and  providing  services  to  pediatric 
AIDS  patients.  The  Ryan  White  CARE  Act,  particulariy  Title  IV-  pediatric  AIDS 
demonstrations  ~  provides  delivery  of  health,  prevention  and  research  services  to  states  and 
metropolitan  areas  dealing  with  those  afflicted  with  HIV  and  AIDS.   We  recommend  an 
appropriation  of  $738.465  million  for  the  Ryan  White  CARE  Act,  which  includes  $32  million 
for  the  pediatric  demonstrations  under  Title  IV. 

Head  Start 

For  thirty  years  Head  Start  has  been  a  major  source  of  support  for  over  12  million  children. 
Head  Start  is  more  than  a  preschool  education;  it  also  enhances  children's  school  readiness 
and  general  well-being  by  providing  preventive  health  services,  including  immunizations, 
health  screening,  and  follow-up  treatment.   In  addition,  it  helps  parents  develop  better  child- 
rearing  skills.    Cuts  in  the  program,  and  even  level  funding,  are  causing  programs  either  to  cut 
current  enrollees.  or  prevent  them  from  adding  more  children  to  the  rolls.    Accordingly,  we 
request  that  Head  Start  be  funded  at  $3.935  billion. 

Child  Abuse 

Over  one  million  cases  of  child  abuse  and  neglect  are  substantiated  each  year  and  thousands 
of  children  die  annually  as  a  result  of  maltreatment.  The  Child  Abuse  Prevention  and 
Treatment  Act  grant  programs  are  crucial  in  attempts  to  reduce  these  tragedies.  This  is 
accomplished  through  a  series  of  grants  for  promoting  prevention  and  treatment  programs,  and 
for  funding  non-profit  organizations  to  prevent,  identify,  and  treat  child  abuse  and  neglect,  as 
well  as  for  investigating  and  prosecuting  such  cases.   We  recommend  $23  million  for  the  state 
grants,  and  $15.4  million  for  the  discretionary  grants. 

Child  Care  and  Development  Block  Grant 

The  demand  for  quality  child  care  has  dramatically  increased  over  the  past  25  years,  primarily 
caused  by  the  need  for  mothers  to  enter  the  work  force.  The  Child  Care  and  Development 
Block  Grant  (CCDBG)  is  intended  to  provide  child  care  services  for  low-income  families  and 
to  increase  the  availability,  affordability,  and  quality  of  child  and  development  services.    The 
serious  dearth  of  safe  and  affordable  child  care  in  this  country  that  must  be  addressed  to 
ensure  the  safety  and  well-being  of  our  children.   We  recdhimend  that  the  CCDBG  be  fully 
funded  at  $1  billion  for  FY  1997. 

National  Institutes  of  Health 

Pediatric  research  today  is  not  only  exciting,  but  rapidly  changing.   Pediatric  research  covers 
the  entire  spectrum  of  research  -  -  basic,  clinical,  applied,  and  health  services  -  -  and  is 
supported  substantially  by  the  federal  government  through  NIH.   For  example,  vaccines 
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provide  enormous  savings  through  the  prevention  of  infectious  diseases;  a  new  vaccine 
developed  in  NICHD  intramural  laboratories  for  the  prevention  of  Hemophilus  influenza  type 
B  (Hib)  disease  in  young  children  could  save  the  nation  an  estimated  $460  million  each  year 
by  preventing  meningitis  and  consequent  mental  retardation.  These  savings  are  attributed  to 
decreased  expenditures  for  both  health  care  services  and  the  cost  of  custodial  care.  We  loin 
with  the  Ad  Hoc  Group  for  Medical  Research  Funding  in  recommending  a  6.5  percent 
increase  for  NIH  consistent  with  the  collective  recommendations  of  agency  personnel  as  well 
as  national  advocacy  groups  within  the  AD  Hoc  Group.  We  also  join  the  Friends  on  NICHD 
in  supporting  $634  million  for  the  National  Institute  of  Child  Health  and  Human 
Development.    We  believe  that  these  requests  represent  the  best  and  most  reliable  estimate  of 
the  level  of  funding  needed  to  sustain  the  high  standard  of  scientific  achievement  embodied 
by  the  NIH. 

Agency  for  Health  Care  Policy  and  Research 

The  AHCPR  is  the  primary  federal  agency  charged  with  developing  clinically-based,  policy 
relevant  information  for  use  in  improving  ihe  health  care  system,  providing  leadership  in 
health  services  research,  including  primary  care  and  the  effectiveness  of  primary  care  and 
providing  training  for  new  health  service  researchers,  such  as  pediatricians.  Important 
outcomes  research  and  practice  guidelines  supported  by  AHCPR  have  shown  that  improving 
quality  of  care  can  save  taxpayers  hundreds  of  millions  of  dollars  per  year.  For  example, 
universal  implementation  of  AHCPR's  guideline  on  the  treatment  of  otitis  media  with 
effusion,  a  common  condition  of  the  middle  ear  in  young  children,  could  save  over  $700 
million  annually.  In  addition,  funding  from  AHCPR  has  supported  the  management  of  acute 
asthma  in  pediatric  practices  and  the  assessment  of  fevers  in  very  young  infants.  The  latter 
study,  according  to  very  preliminary  estimates  by  the  Academy,  could  potentially  save  $20 
million  per  year  that  if  physicians  can  learn  to  identify  seriously  ill  febrile  infants  under  two 
months  of  age  without  hospitalizing  them  for  a  work-up.  Practice  guidelines  would  eventually 
be  developed  from  this  study.     We  support  funding  of  $160  million  for  FY  97. 


STATEMENT  OF  THE  AMERICAN  GAS  ASSOCIATION 

Introduction 

The  American  Gas  Association  (AG. A.)  is  a  trade  association  composed  of  about  300 
natural  gas  distribution,  transmission,  gathering  and  marketing  companies  in  North  America,  which 
together  account  for  more  than  90  percent  of  the  natural  gas  delivered  in  the  United  States.  In 
addition,  30  natural  gas  organizations  from  countries  around  the  world  participate  in  A.G.A.'s 
international  programs. 

General  Comments 

AG. A.  agrees  with  our  nation's  governors  and  the  National  Association  of  Regulatory 
Utility  Commissioners  who  urge  this  Congress  to  "reject  any  further  cuts  in  or  recissions  to 
LIHEAP  funding  and  to  appropriate  at  least  $1.3biliion  for  FY  1997  and  at  least  $1.3billion  for 
FY  1998  and  to  continue  to  provide  advance  appropriations  for  LIHEAP  in  FY  1998."'  As  your 
subcommittee  looks  at  FY97,  it  is  important  that  the  Congress  continue  to  provide  advanced 
funding  for  LIHEAP.  "Without  advanced  funding,  the  potential  for  delay  in  program 
appropriations  can  create  severe  problems  in  states  where  the  winter  heating  season  can  begin  as 
early  as  October."' 


'   National  Association  of  Regulator  Utility  Commissioners,  Resolution  No.  17,  Resolution 
Regarding  Federal  Funding  of  the  Low  Income  Home  Energy  Assistance  Program  (UHEAP). 

'   National  Governors  Committee,  Resolution,  Low-Income  Home  Energy  Assistance  Program. 
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The  commcnls  of  A.G.  A.  will  locus  on  four  themes.  The  Tirst  focuses  on  the  effect  of  this 
cold  winter.  After  a  number  of  mild  winters,  this  winter  has  been  harsh  and  has  caused  us  to  again 
realize  the  burdens  associated  with  a  "normal"  winter.  Severe  cold,  coupled  with  snow  and  ice 
storms,  has  created  a  severe  economic  hardship  for  the  working  poor,  the  elderly  and  the  disabled, 
many  of  whom  live  on  a  fixed  income.  Unfortunately,  during  these  "normal"  winter  conditions, 
LIHEAP  funding  was  reduced.  This  has  forced  such  states  such  as  Illinois  and  New  York  lo 
reduce  the  number  of  households  receiving  LIHEAP  assistance  by  forty  percent  (40%).  Maryland 
and  Virginia  have  reduced  both  the  number  of  households  receiving  assistance  and  the  amount  of 
assistance.' 

The  second  theme  deals  with  LIHEAP's  role  as  the  cornerstone  for  an  effective  public- 
private  partnership  to  address  the  energy  needs  of  low-income  citizens.  Since  LIHEAP  was  created 
in  I 'JSO.  national  leaders  have  called  upon  members  of  the  local  community  to  do  their  part  to 
.issist  others.  In  response  to  these  calls,  hundreds  of  "community-based"  programs  were  created 
and  have  been  providing  welcomed  assistance  to  those  in  need.  But,  these  fuel  funds  are  funded 
at  levels  thai  are  only  capable  of  supplementing  LIHEAP.  LIHEAP  is  the  vital  lifeline  to  enable 
low  income  households  to  meet  their  energy  needs.  Further  reductions  in  LIHEAP  funds,  or  the 
total  elimination  of  LIHEAP.  will  threaten  the  continuation  of  a  number  of  industry  and  state 
initiatives  that  have  relied  upon  LIHEAP  to  be  the  foundation.  Taken  together.  LIHEAP, 
community  and  corporate  programs,  and  state  initiatives  provide  a  modest  amount  of  energy 
security  for  low  income  Americans. 

The  third  theme  addresses  energy  industry  restructuring.  Competition  and  an  open  market 
are  increasingly  the  order  of  the  day  in  both  the  gas  and  electric  industries.  Price  has  become  the 
driving  force,  and  non-competitive  rates  will  identify  the  losers  in  today's  environment.  The  burden 
of  unpaid  utility  bills  will  impair  a  utility  company's  ability  to  compete  against  companies  that  are 
not  required  to  carry  such  accounts.  We  believe  the  Federal  government  has  a  role  and 
responsibility  in  assisting  those  who  legitimately  cannot  be  self-sufficient.  If  the  Federal 
government  abandons  its  obligations  under  its  inherent  social  contract  to  assist  the  poor,  elderly 
and  disabled,  or  if  it  fails  to  set  aside  adequate  funds,  it  cannot  reasonably  expect  the  void  to  be 
filled  by  utilities. 

Lastly,  as  federal  spending  is  reduced,  successful  and  necessary  federal  assistance  programs 
must  be  distinguished  from  those  programs  where  the  effectiveness  is  nil  or  marginal.  Therefore, 
these  comments  will  address  how  a  well-run.  block  grant  program  such  as  LIHEAP  assists  the 
working  poor  -  those  Americans  in  transition  from  welfare  to  work  and  self-sufficiency.  LIHEAP 
is  one  of  only  a  few  Federal  programs  for  which  the  working  poor  are  eligible.  62  percent  of  its 
recipients  did  not  receive  any  other  public  assistance.' 


I.  After  a  number  of  mild  winters,  these  past  few  months  are  indicative  of  a  more 

"normal"  winter. 

After  several  years  of  relatively  mild  winters,  the  winter  of  1995-96  extended  periods  of 
extreme  cold  over  many  areas  of  the  country.  Overall  statistics  indicate  that  this  was  not  a  colder 
winter  than  "normal"  but,  it  may  have  felt  that  way.  In  fact,  it  was  a  normal  winter  after  a  period 
of  mild  winters.  As  a  result,  great  demands  were  placed  upon  the  states  to  disburse  the  available 
LIHEAP  funds,  and  the  funds  were  quickly  exhausted.  Even  when  the  nation  had  milder  winters 
and  LIHEAP  appropriations  were  higher,  the  number  of  households  eligible  for  assistance  always 
exceeded  the  resources  available. 

Regardless  of  the  severity  of  this  winter,  LIHEAP  continues  to  operate  at  a  reduced 
funding  level  -  about  25  percent  below  the  funding  for  the  FY  1994  -  1995  heating  sea.son.  Even 
with  supplemental    funding   from   state   governments    and   the   private  sector.   LIHEAP    needs 


1996  National  Energy  Assistance  Directors'  Association  LIHEAP  Survey,  Table  I. 

'    U.S.  Depanment  of  Health  and  Human  Services.  Low  Income  Home  Energy  Assistance  Program, 
Report  to  Congress  for  Fiscal  Year  1993.  at  p.  30  (1994). 
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substantial  increases  over  and  above  the  approximac  Ubiliion  provided  in  FY  1996  to  adequately 
meet  the  needs  of  the  people  it  serves. 

The  latest  survey  by  the  National  Energy  Assistance  Directors"  Association  (NEADA) 
indicates  that  as  of  February  1996,  all  but  five  (5)  stales  had  to  reduce  either  the  number  of 
households  receiving  LIHEAP  assistance  or  the  average  benefit  per  household.  Most  states 
decided  to  reduce  both  categories,  though  some  states  decided  to  significantly  reduce  one  category 
or  the  other.  Nationwide,  NEADA  estimates  that  there  will  be  a  twenty-four  percent  (24%) 
reduction  in  the  number  of  households  receiving  LIHEAP  benefits  in  1996  as  compared  to  1995. 

The  experience  of  this  heating  season  and  the  NEADA  data  demonstrate  beyond  question 
the  need  for  LIHEAP  to  continue  at  funding  levels  above  $1  billion  in  order  to  provide  an 
adequate  safety  net. 

II.  LIHICAP's  effectiveness  is  a  result  of  a  partnership  between  the  federal  and 

private  sectors. 

Enhancing  the  states'  success  are  funds  and  resources  contributed  by  the  private  sector  to 
the  local  communities.  These  private  sector  funds  are  used  in  communities  across  the  nation  to 
help  achieve  the  public  policy  goals  of  LIHEAP. 

In  revitalizing  America.  Republican  and  Democrat  leaders  have  called  for  a  renewed 
commilmcni  to  the  spirit  of  volunteerism,  and  a  commitment  by  those  who  are  able  to  assist  others 
less  rorlimaie  This  community-based  volunteerism  concept  is  inherent  in  the  hundreds  of 
programs  that  have  been  created  over  the  past  decade  to  supplement  LIHEAP.  The  Federal 
government  now  has  many  private  sector  partners,  individuals  and  the  energy  industry,  who  have 
made  an  economic  commitment  to  provide  energy  assistance  through  cash  contributions  and  a 
myriad  of  LIHEAP-related    programs. 

A.G.A.  member  companies  recognize  that  we  play  a  vital  role  within  our  respective 
communities  We  clearly  understand  that  one  of  these  roles  is  to  assist  low-income  customers  who 
need  help.  Our  member  companies  contribute  millions  of  dollars  each  year  to  assist  those  who 
have  difficulty  paying  their  energy  bills. 

One  example  of  community-based  assistance  is  the  fuel-fund  program.  Originally  started 
as  a  private  sector  effort  to  assist  low-income  families  to  pay  their  fuel  bills,  fuel-funds  and  similar 
company -sponsored  programs  continue  to  provide  assistance  to  payment-troubled  customers.  The 
National  Fuel  Fund  Network  survey  in  1994  found  that  fuel  funds  distributed  $68  million  to  553,000 
households  in  1993,  a  nine  percent  increase  over  1991.'  This  generosity  is  a  testament  to  the 
support  of  Americans  who  help  the  low  and  fixed-income  households  stay  warm  during  the  winter. 

A.G.A.'smembers  have  developed  other  innovative  and  effective  programs  to  assist  low- 
income  consumers  by  putting  their  company's  money  and  human  resources  to  work.  These 
assistance  programs  include  outreach  referral  and  assistance,  debt  forgiveness,  weatherization. 
budget  counseling,  special  payment  plans,  and  programs  funded  from  stockholders"  contributions. 
All  of  these  programs  are  designed  to  help  any  qualifying  customer  unable  to  pay  his  or  her  bill. 
In  addition,  many  companies  provide  toll-free  numbers  and  conduct  extensive  outreach  efforts  to 
encourage  eligible  customers  to  apply  to  these  programs. 

A.G.A.'smembers  are  good  "neighbors" in  their  respective  communities  and  strive  to  fulfill 
their  social  contract.  The  following  are  specific  examples  of  the  contributions  made  by  some 
A.G.A.  member  companies  on  a  federal  LIHEAP  dollar/to  company  dollar  basis. 

(1)  The  Peoples  Natural  Gas  Company  (Pittsburgh)  -approximately  Sl.OOpcr    $10D 
LIHEAP 

$4.4  million  total  in  Peoples  contributions  in  1994. 

(2)  Columbia    Distribution    Companies    (Ohio)    -   approximately    $0.56  per    $1.00 
LIHEAP 

$8.2  million  total  in  Columbia  contributions  in  1994. 

(3)  Brooklyn  Union  Gas  Company  (New  York)  -  approximately  $I.70per  $1.00 
I  IHIAP 

$3.0 million  in  total  Brooklyn  Union  contributions  in  1994. 


"    1994  Survey  of  Fuel  Funds  in  the  United  States  Final  Report,  U.S.  Department  of  Health  and  Human 
Services,  at  p.  I.July  1994. 
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(4)  MICHCON  (Michigan)  -approximately  $().50pcr  Sl.OOLIHEAP 

S 1 9.0 million  in  lotal  MICHCON  contributions  in  1994. 

A.s  you  can  see,  the  member  companies  cited  above  have  made  a  substantial  commitment 
of  company  funds  to  supplement  Federal  LIHEAP  funds.  Should  LIHEAP  funding  be  cut  even 
further,  all  the  contributions  from  the  private  sector  could  not  possibly  begin  to  fill  the  void. 

III.  Industry  restructuring  impairs  a  gas  company's  ability  to  continue  in  the 
partnership. 

There  are  changes  taking  place  in  the  energy  industry.  These  changes  are  likely  to 
accelerate  over  the  next  few  years.  The  restmcturing  of  the  gas  industry  over  the  past  decade  has 
provided  greater  competition  for  the  industry  in  all  spheres  of  its  market-  commercial,  industrial 
and  residential.  Competition  has  traditionally  had  the  effect  of  creating  a  more  efficient  and 
competitive  gas  industry.  Now  the  electric  industry  is  beginning  to  undergo  a  restructuring. 
Electric  industry  restructuring  will  have  an  impact  upon  our  industry  and  will  subject  the  natural 
gas  industry  to  a  new  set  of  competitive  pressures. 

In  light  of  these  changes,  and  the  competitive  pressures  that  result,  old  solutions  to  social 
contracts  appear  less  practical.  It  would  be  naive  to  dismiss  the  industry's  concerns  about  future 
funding  for  social  programs,  like  energy  assistance,  when  pricing  of  service  will  define  the  winners 
and  losers.  Until  the  energy  industry  completes  this  transition,  it  would  be  imprudent  for  Congress 
to  zero-out  funding  for  LIHEAP. 

Because  the  natural  gas  companies  that  comprise  A.G.A.  membership  are  profit 
enterprises,  these  new  competitive  pressures  will  require  the  gas  industry  to  seek  even  greater 
efficiencies.  Included  in  that  effort  will  be  a  significant  effort  toward  cutting  operating  costs  even 
further  than  has  been  experienced  in  the  past  decade.  Specific  examples  of  utilities  diverting 
company  resources  toward  assisting  low-income  customers  without  LIHEAP  as  a  cornerstone  may 
become  less  frequent.  Therefore,  this  current  commitment  of  company  funds  to  supplement 
Federal  dollars  for  our  low-income  customers  may  very  well  shrink  in  the  future. 

IV.  LIHEAP  assists  the  working  poor:  those  Americans  in  transition  from  welfare 
tn  work  and  self-sufTiciency. 

The  number  of  constituents  of  each  member  on  this  Subcommittee  who  receive  LIHEAP 
assistance  varies.  But,  no  one  would  dispute  that  poverty  in  America  continues  to  be  a  serious 
problem,  and  that  energy  costs  are  an  enormous  burden  for  lower-income  families,  especially  the 
working  poor.  A.G.A. 'smembers  are  aware  that  just  because  an  individual  is  employed  does  not 
mean  that  assistance  is  not  necessary  from  time  to  time. 

It  is  clear  that  the  cost  of  home  energy  continues  to  be  a  significant  burden  regardless  of 
the  cost  of  energy.  While  it  is  true  that  some  energy  costs  have  declined  over  the  past  decade, 
recent  data  indicate  that  7  million  of  the  poorest  households  in  America  experience  high  energy 
burdens  in  proportion  to  income.''  In  the  absence  of  Federal  fuel  assistance,  we  fear  that  the 
inability  to  pay  the  energy  bill  will  prevent  public  assistance  recipients  from  achieving  self-reliance 
or  could  even  force  them  back  into  the  public  assistance  system.  One  member  company  has 
experienced  customers  who  have  come  off  energy  assistance,  but  reapplied  for  enrollment  within 
a  month  when  faced  with  the  task  of  paying  their  current  gas  bill  and  paying-down  their  pre- 
assistancc  arrearages.  Data  from  the  U.S.  Department  of  Health  and  Human  Services  (HHS)  also 
indicate  that  in  1990,  more  than  5.3  million  households  in  the  United  states,  irrespective  of  income, 
experienced  one  or  more  service  terminations  due  to  nonpayment.  Nationwide,  residential 
arrcnraecs   reached  $1 .65  billion  in  1990.' 


'  Oslerbcrg  and  Sheehan,  On  the  Brink  of  Disaster:  A  State-by-State  Analysis  of  Low-Income  Natural 
Gas  Winter  Heating  Bills,  at  p.  22,  February  1994. 

'  Osterberg  and  Sheehan,  On  the  Brink  of  Disaster:  A  State-by-State  Analysis  of  Low-Income  Natural 
Gas  Winter  Heating  Bills,  at  p.  3,  February  1994. 
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Demographics  of  recipient  households,  according  to  a  report  to  Congress  issued  by  the 
HHS.  reveals  that  29.6  percent  of  households  receiving  assistance  include  at  least  one  elderly 
person  and  20  percent  includes  disabled  persons.  Other  sources  reveal  that  a  third  of  the  recipient 
households  classified  as  "working  poor"  are  assisted  by  LIHEAP. 

The  HHS  report  for  fiscal  year  1993  indicates  that  the  energy  burden  for  LIHEAP 
reci]>icnt  homes  is  over  12  percent  of  annual  income,  three  times  greater  than  the  average 
American  household.  A  more  recent  HHS  survey  indicates  that  burden  remains  essentially 
unchanged.  In  addition,  the  same  report  discloses  that  the  burden  upon  households  in  the 
Northeast  and  Midwest  are  higher  than  the  national  average. 

According  to  the  Illinois  Department  of  Commerce  .-?nd  Community  Affairs,  LIHEAP  will 
provide  energy  assistance  this  winter  to  approximately  200,000Illinois  households  (85, OOOof  which 
arc  in  Chicago).  These  households  have  an  average  annual  income  of  $5,200.  In  Illinois,  there  are 
appro,\iniaiely  627.()0()LIHEAP  eligible  lunischolds.  Less  than  a  third  of  the  eligible  households 
are  being  served  this  year. 

LIHEAP  is  a  model  block-grant  program.  LIHEAP  continues  to  be  praised  by  a  number 
of  Governors  as  a  model  for  how  a  Federal  block  grant  to  the  states  should  work.  When  LIHEAP 
was  targeted  for  a  reduction,  there  was  strong  bipartisan  opposition  by  the  Governors.  Specifically, 
the  Governors  of  15  states,  including  Illinois,  Wisconsin,  and  Ohio,  petitioned  to  maintain  LIHEAP 
funding,  staling  that  LIHEAP  often  is  the  only  help  available  to  working  poor  households  and  may 
be  literally  life-saving.  The  Governors'  broad-based,  bipartisan  support  for  LIHEAP  results  from 
the  broad  discretion  provided  to  the  states  in  deciding  important  issues  of  eligibility, benefits  and 
program  management,  and  minimally  prescriptive  Federal  requirements. 

LIHEAP  is  presently  administered  through  existing  state  and  local  governmental  agencies 
or  their  agents.  States  are  required  by  law  to  keep  LIHEAP's  administrative  costs  at  or  below  ten 
percent.  Therefore,  ninety  cents  of  every  dollar  goes  to  helping  people  stay  warm  or  making  their 
homes  warmer  through  weatherization. 

The  bottom  line  here  is  that  while  all  these  efforts  by  industry  and  individuals  in  the 
private  sector  are  invaluable,  they  supply  just  a  fraction  of  the  energy  assistance  funds  in  relation 
to  LIHEAP.  This  simply  underscores  the  need  for  continued  and  adequate  Federal  funding  of 
LIHEAP. 

Conclusion 

In  closing.  A.G.A.  again  urges  this  Subcommittee  to  strengthen  the  ability  of  those 
agencies  at  the  state  and  local  levels  to  fulfill  governments'  social  obligation  by  setting  the  level  of 
LIHEAP  funding  for  FY97  and  FY98  at  $1,319  billion.  Prior  to  making  its  determination 
concerning  appropriate  funding  levels  for  LIHEAP,  this  Subcommittee  should  consider  the  many 
private  sector  and  local  governmental  energy  assistance  programs  that  have  been  created  upon  a 
foundation  with  LIHEAP  as  the  cornerstone.  Therefore.  A.G.A. strongly  recommends  a  LIHEAP 
appropriation  level  that  sufficiently  funds  it  as  the  cornerstone  upon  which  so  many  private  and 
public  sector  programs  have  been  built. 

A.G.A.  thanks  you  for  your  past  support  for  this  program,  and  looks  forward  to  continue 
working  with  you  in  partnership  in  the  coming  fiscal  year. 


STATEMENT  OF  ALAN  G.  KRAUT,  EXECUTIVE  DIRECTOR,  THE 
AMERICAN  PSYCHOLOGICAL  SOCIETY 

Mr.  Chairman.  Members  of  the  Subcommittee:  I  am  Alan  Kraut,  Executive  Director 
of  the  American  Psychological  Society  (APS).  I  appreciate  this  opportunity  to 
provide  testimony  on  appropriations  for  the  National  Institutes  of  Health,  and  for 
behavioral  science  research  at  NIH. 

First,  a  profile  of  APS  and  research  psychologists:  APS  has  over  1 5,000  members, 
ranging  from  students  just  starting  their  careers  to  Nobel  Prize  winners.  The  typical 
APS  member  is  a  scientist  at  a  university  or  college,  with  expertise  in  a  specific  area 
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of  research.  Scientific  psychologists  conduct  basic,  apphed,  and  clinical  research  on 
a  wide  range  of  health  topics,  including  the  biological  bases  of  behavior,  child 
development,  cognition,  aging,  mental  illness,  substance  abuse,  and  the  fundamental 
links  between  health  and  behavior.  Almost  all  NIH  Institutes  funding  this  research. 

Recommendations.  APS  recommends  the  Committee  improve  NIH's  support  for 
behavioral  science  research  by: 

Encouraging  NIH  to  increase  the  number  of  National  Research  Service 
Awards  (NRSA)  for  behavioral  scientists,  as  recommended  by  the  National 
Academy  of  Sciences;  and 

Encouraging  the  five  Institutes  with  the  largest  behavioral  science  portfolios 
(NIMH,  NIDA,  NIAAA.  NICHD,  and  NIA)  to  each  develop  a  small  grants 
program  aimed  at  younger  investigators,  known  as  B/START. 

The  Value  of  Behavioral  Science  in  Public  Health 

Over  the  past  decade.  Congress  repeatedly  has  directed  NIH  to  increase  behavioral 
and  social  science  research.  This  is  because  behavior  is  as  threatening  to  public 
health  as  any  biological  condition.  The  U.S.  Surgeon  General,  the  National 
Academy  of  Sciences,  and  numerous  health  experts  agree  that  most  of  the  leading 
causes  of  death  and  premature  mortality  in  this  country  are  due  to  behavior.  In  fact, 
50  percent  of  the  premature  mortality  and  morbidity  is  due  to  behavior,  including 
heart  disease,  lung  cancer,  violence,  suicide,  stress,  and  other  conditions. 

NIH  policy-  and  grant-makers  must  recognize  the  importance  of  behavior  in  causing 
the  nation's  most  pressing  health  problems,  and  to  be  willing  to  invest  more  money 
to  study  behavior  on  that  basis  alone.  A  willingness  to  invest  in  an  important 
problem  is  the  foundation  on  which  NIH  and  all  federal  science  agencies  were  built. 
For  example,  the  National  Cancer  Institute  was  created  not  because  biomedical 
science  was  highly  sophisticated  or  anywhere  near  a  cure,  but  because  Congress  was 
convinced  that  research  was  the  key  to  reducing  the  enormous  amount  of  human 
suffering  caused  by  cancer.  We  strongly  urge  this  Committee  to  enforce  the  health 
mission  of  NIH  and  to  require  that  support  of  behavioral  research  ~  through 
increased  grants  and  training  ~  be  a  core  part  of  that  mission. 

Encouraging  A  Future  Generation  of  Health  Researchers 

The  current  fiscal  environment  poses  significant  challenges  to  maintaining  a  stable 
commitment  to  health  research.  Aside  from  the  immediate  problems  caused  by 
tightening  federal  support  for  research,  there  are  longer-term  considerations.  Among 
these,  none  is  more  critical  than  the  impact  on  young  scientists,  who  will  be 
discouraged  from  pursuing  careers  in  health  research.  A  constant  base  of  support  is 
needed  to  ensure  a  future  workforce  that  can  conduct  the  science  needed  address  the 
nation's  health  concerns.  1  want  to  bring  to  your  attention  two  cost-effective 
programs  that  can  help  ensure  the  supply  of  behavioral  science  researchers  in  the 
areas  of  health  and  mental  health. 
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IWAS  Recommendation  for  Increasing  NRSA  Training  for  Behavioral  Scientists. 

In  its  most  recent  report  on  future  health  research  training  needs,  the  National 
Academy  of  Sciences  recommended  behavioral  science  as  one  of  five  areas  that 
should  targeted  for  increased  support  through  the  National  Research  Service  Awards 
program.  In  its  report,  the  Academy  recommended  the  annual  number  of  NRSA 
awards  in  behavioral  sciences  be  increased  36  percent,  from  1069  to  1450  by  1996. 

Noting  that  the  behavioral  sciences  experienced  "severe  funding  setbacks  in  the  early 
1980's,""  NAS  indicated  that  "there  is  now  increasing  recognition  that  many  of  the 
worst  problems  facing  this  country  are  primarily  behavioral  in  character  and  that 
these  sciences  possess  important  information  to  address  those  problems."  The  report 
adds.  "A  key  link  in  relating  basic  findings  from  the  behavioral  sciences  to  a  wide 
variety  of  clinical  and  applied  settings  is  the  recruitment  and  training  of  high-quality 
people  to  carry  out  this  linkage.  Perhaps  the  single  largest  potential  for  doing  this 
lies  in  the  NIH  pre-  and  postdoctoral  fellowship  [NRSA]  program."  In  the  past,  most 
of  the  Academy's  recommendations  have  been  adopted  by  NIH.  However,  NIH  has 
not  yet  implemented  this  latest  set  of  recommendations. 

Recommendation:  We  ask  this  Committee  to  require  NIH  to  implement  the  1994 
NAS  recommendation  to  increase  the  number  of  NRSA  behavioral  science  awards. 
This  would  have  a  negligible  impact  on  the  NIH  budget,  but  an  enormous  impact  on 
producing  the  next  generation  of  researchers  in  areas  of  critical  need. 

T/ie  B/START Model.  In  addition  to  expanding  NRSA  awards,  we  recommend  the 
expanded  use  of  another  mechanism  to  increase  the  supply  of  new  behavioral  science 
investigators.  In  1994,  the  National  Institute  of  Mental  Health  (NIMH)  launched 
such  a  program.  Known  as  B/START  (Behavioral  Science  Track  Awards  for  Rapid 
Transition),  the  program  provides  small  "seed"  grants  to  young  researchers.  The 
grants  cost  very  little  ~  about  30  grants  for  $1  million  -  yet  the  funding  is  enough  to 
keep  these  promising  investigators  in  research  careers,  while  also  giving  them 
practical  experience  with  NIH  funding  processes. 

The  NIMH  B/START  program  has  been  an  unqualified  success.  It  drew  an 
immediate  and  overwhelming  response  in  terms  of  the  number  and  quality  of  the 
proposals  received.  Ten  years  from  now.  NIH  will  be  pointing  with  pride  to  the 
discoveries  made  by  many  of  those  B/START  recipients  who  will  go  on  to  become 
full  grantees.  A  similar  B/START  program  is  being  developed  at  the  National 
Institute  on  Drug  Abuse  to  encourage  new  researchers  in  the  areas  of  cognition, 
social  and  personality  development,  motivation,  and  the  mechanisms  of  craving 
involved  in  drug  abuse  and  addiction.  Other  Institutes  have  also  begun  to  look  at 
B/START  as  a  mechanism  for  attracting  young  behavioral  scientists  to  their 
particular  area  of  study. 

Recommendation:  We  ask  the  Committee  to  encourage  the  five  Institutes  with  the 
largest  behavioral  science  portfolios  (NIMH,  NIDA.  NIAAA.  NICHD.  and  NIA)  to 
each  develop  (or  expand)  a  B/START  small  grants  program  for  young  investigators. 
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NIH  Behavioral  Science  Activities 

What  follows  are  descriptions  of  several  behavioral  science  projects  at  various 
Institutes  to  illustrate  the  breadth  and  promise  of  the  discipline. 

Office  of  Behavioral  and  Social  Sciences  Research  (OBSSR).  Just  in  its  first  year 
of  operations,  the  OBSSR.  under  the  direction  of  psychologist  Norman  B.  Anderson, 
has  made  significant  contributions  as  the  focal  point  for  cross-cutting  behavioral 
science  issues  at  NIH.  The  Office  is  developing  standard  definitions  of  behavioral 
and  .social  science  research  at  Nil  I  as  the  first  step  in  expanding  these  di.sciplincs 
throughout  the  Institutes.  The  Office  has  sponsored  a  number  of  initiatives  and 
activities  with  the  nation's  leading  behavioral  and  social  science  researchers. 

Behavioral  Science  at  NIMH.  The  Committee  has  taken  a  particular  interest  in  the 
research  portfolio  of  NIMH  over  the  past  year.  We're  confident  that  an  objective 
assessment  of  the  research  funded  by  NIMH  can  only  increase  this  Committee's 
support  and  understanding  for  the  important  contributions  NIMH  is  making  to  the 
study  of  mental  health  and  mental  illness.  Through  NIMH  research,  we  know  more 
than  ever  about  how  people  learn,  what  motivates  them,  and  how  both  the  brain  and 
the  social  environment  are  involved  in  behavior.  We  also  know  a  great  deal  about 
the  behavioral  aspects  of  such  mental  illnesses  as  depression,  anxiety,  obsessive- 
compulsive  disorder,  dementia,  and  schizophrenia.  This  fundamental  knowledge  is 
leading  to  psychosocial  and  behavioral  therapies  for  reducing  mental  disorders. 

I  also  want  to  call  to  your  attention  two  recent  reports.  The  first  is  Basic  Behavioral 
Science  Research  for  Mental  Health,  a  report  produced  by  outside  experts  under  the 
NIMH  advisory  council,  which  looks  at  the  past  achievements,  current  research 
activities,  and  important  future  directions  for  NIMH  behavioral  research  programs. 
This  report  was  recently  circulated  to  every  Member  of  the  House  and  Senate  by  a 
bi-partisan  group  of  leaders  from  both  Houses,  including  Chairman  Hatfield. 
Chairman  Specter.  Ranking  Minority  Member  Harkin,  and  Senator  Inouye.  On  the 
House  side,  the  report  was  distributed  by  Chairman  Porter.  Ranking  Minority 
Member  Obey,  and  Rep.  Pelosi  of  this  Committee. 

The  second  report  is  the  just-published  Reducing  Mental  Disorders:  Behavioral 
Science  Research  Plan  for  Psychopathology.  Funded  in  part  by  NIMH  and 
developed  by  representatives  of  25  organizations,  this  report  describes  what  we  know 
about  the  behavioral  aspects  of  mental  disorders,  and  identifies  what  we  need  to 
know.  These  reports  provide  exactly  the  kind  of  expert  consensus  that  should  be 
used  to  guide  decisions  about  future  lines  of  inquiry  to  be  supported  by  NIMH's 
behavioral  science  programs.  I  urge  their  use  in  your  deliberations.  In  addition.  I 
urge  you  to  consult  with  the  new  director  of  the  Institute  and  with  the  full  range  of 
scientific  disciplines  funded  by  the  Institute. 

National  Institute  on  Drug  Abuse.  Behavioral  research  is  essential  to  solving 
problems  of  drug  abuse  and  addiction.  Behavioral  and  psychosocial  interventions 
are  the  most  frequently  administered  treatments  for  drug  addiction  and  in  some  cases, 
the  only  available  treatment.  Under  the  leadership  of  psychologist  Alan  I.  Leshner, 
NIDA  has  expanded  both  its  basic  and  clinical  behavioral  science  activities  in  order 
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to  better  identify  who  may  be  at  risk  for  falling  victim  to  drugs,  and  to  develop 
effective  approaches  for  breaking  the  cycle  of  addiction.  Por  example,  in  1 994, 
NIDA  launched  the  Behavioral  Therapies  Development  program  to  apply  the  same 
controlled  evaluation  process  that  is  used  in  evaluating  new  medications  to  the 
assessment  of  behavioral  therapies.  Exciting  new  discoveries  are  already  beginning 
to  emerge  from  this  initiative.  In  addition,  NIDA's  expertise  is  being  applied  to  the 
fight  against  AIDS/HIV.  where  we  are  seeing  an  increasing  infection  rate  due  to  drug 
use  and  related  behaviors.  As  noted,  NIDA  also  is  launching  a  B/START  program 
for  young  behavioral  science  investigators. 

Natinniil  Institute  on  Alcohol  Abuse  and  Alcoholism.   Because  no  single  treatment 
is  effective  for  all  persons  with  alcohol  problems,  NIAAA  is  sponsoring  behavioral 
research  on  ways  to  match  patients  to  the  most  appropriate  intervention.  Project 
MATCH,  a  large,  randomized,  multisite,  clinical  trial  involving  more  than  1 700 
patients,  is  the  largest  and  most  complex  trial  of  patient-treatment  matching  and 
treatment  effectiveness  ever  undertaken.  Other  NIAAA  treatment  studies  of  interest 
include  research  on  psychologically-oriented  treatment  approaches,  subtyping  of 
alcoholics,  and  the  neuropsychology  of  alcoholism. 

National  Institute  on  Aging.  As  people  age,  some  of  their  most  common 
complaints  include  changes  in  perception,  memory,  and  mobility,  which  can  occur 
sometimes  to  the  point  of  reduced  quality  of  life  or  even  disability.  The  NIA 
supports  a  large  number  of  behavioral  and  social  science  projects  on  these  problems. 
For  example:  An  NIA  initiative  on  assessing  behavioral  and  neuropsychological 
change  in  aging  will  lead  to  identification  of  the  normal  behavioral  and  cognitive 
changes  that  occur  in  aging,  which  in  turn  will  provide  the  basis  for  understanding 
how  problems  develop.  An  NIA  initiative  on  attention  deficits  is  examining  the 
neural  bases  of  attention  problems  in  older  people.  Such  deficits  are  associated  with 
a  variety  of  conditions,  including  Alzheimer's  disease,  where  one  of  the  earliest  signs 
of  cognitive  impairment  is  difficulty  in  focusing  attention  to  a  task.  In  another 
initiative,  investigators  are  studying  the  impact  of  exercise  on  cognitive  fijnctioning 
in  older  individuals,  with  an  eye  toward  possible  non-invasive  procedures  to  improve 
their  cognitive  abilities.  NIA  is  also  sponsoring  studies  that  have  potential 
implications  for  the  changing  health  care  system,  including  research  on  the 
relationships  between  socioeconomic  position,  aging,  and  health;  and  on  ways  to 
improve  health  by  improving  communication  between  the  elderly  patients  and  their 
health  care  providers. 

National  Institute  on  Child  Health  and  Human  Development.  On  behalf  of  APS, 
the  Friends  of  NICHD  coalition,  and  the  Society  for  Research  in  Child  Development, 
I  want  to  draw  your  attention  to  two  NICHD  initiatives  established  with  the  support 
of  this  Committee.  The  first  is  a  research  program  on  normative  behavioral 
development  in  ethnic  minority  children,  to  provide  information  on  the  normative 
patterns  of  social,  emotional,  and  cognitive  growth.  This  research  is  needed  because 
minority  children  often  are  studied  only  in  terms  of  problems,  such  as  violence  or 
illiteracy.  The  other  initiative  is  on  development  in  middle  childhood,  ages  5-1 1,  so 
that  we  can  know  more  known  about  this  period  of  development,  which  may  be  the 
time  in  which  problems  that  surface  in  adolescence  have  their  roots. 
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National  Institute  on  Neurological  Disorders  and  Stroke.  Traumatic  head  injury 
in  children  is  a  major  public  health  problem.  Most  research  in  this  area  has  focused 
on  children  with  severe  brain  injury,  whose  problems  are  persistent  and  often  evolve 
over  time.  However,  the  majority  of  cases  are  considered  "mild."  NINDS  is 
sponsoring  research  that  will  enable  better  detection  of  cognitive  impairments  and 
other  abnormalities  in  brain  functioning  that  may  be  associated  with  such  injuries. 

National  Heart,  Lung,  and  Blood  Institute.  In  September,  NHLBI  launched 
liNRICHD  (ENhancing  Recovery  In  Coronar>'  Heart  Disease),  a  $30  million.  6-7 
year  multi-center  study  of  interventions  that  provide  social  support  and  treat 
depression  in  coronarj'  heart  patients.  Previous  research  has  shown  that  heart  attack 
patients  who  are  depressed  and  socially  isolated  are  at  3  times  greater  risk  for 
recurring  problems.  This  study  is  investigating  if  reducing  patients'  depression  and 
isolation  can  prolong  their  survival  and  decrease  other  cardiac  events.  This  initiative 
is  part  of  a  more  general  NHLBI  effort  to  devise  life  style  changes  as  alternatives  to 
"high  tech"  solutions  to  heart  disease. 

These  are  just  a  few  examples  of  the  excellent  behavioral  and  social  science  research 
supported  by  NIH.  Much  more  needs  to  be  done.  Thank  you  again  for  the 
opportunity  to  present  recommendations  on  behavioral  and  social  science  at  NIH. 


STATEMENT  OF  SUSAN  PERSONS,  CHAIR,  FRIENDS  OF  NICHD 
COALITION 

Mr.  Chairman,  it  is  my  pleasure  to  provide  testimony  on  behalf  of  the  Friends 
of  NICHD.  a  coalition  of  approximately  100  organizations  that  support  the 
extraordinar>'  work  of  the  National  Institutes  of  Health  with  a  special  focus  on  the 
National  Institute  of  Child  Health  and  Human  Development.  Our  coalition,  now  in 
its  tenth  year,  represents  scientists,  health  professionals,  and  advocates  for  the  health 
and  welfare  of  women,  children,  families,  and  people  with  disabilities. 

I  shall  begin  by  thanking  you.  Mr.  Chairman,  and  this  Subcommittee  for  your 
support  to  ensure  that  the  physical  and  mental  health  of  our  Nation's  people  remains 
a  top  federal  priority.  We  fully  appreciate  that  these  are  critical  times  for  our  fiscal 
health  as  well.  In  spite  of  the  very  difficult  funding  decisions  you  have  had  to  make 
for  FY  1996.  we  commend  you  for  having  wisely  held  to  two  time-tested  maxims: 
"Save  from  the  top"  and  "Look  to  your  health,  for  without  it.  not  much  else  matters." 

"Saving  from  the  top"  was  advice  my  grandmother  often  gave.  She  meant 
that  before  spending  one  cent  of  your  paycheck,  you  should  put  away  a  certain 
percentage  for  the  future.  Investing  in  the  world's  finest  biomedical  and  behavioral 
research  institution,  the  National  Institutes  of  Health,  would  be  exactly  what  she  had 
in  mind.  Having  lived  through  the  depression,  she  also  had  a  very  strong  sense  of 
how  easily  good  times  could  slip  away.  This  past  year  we  were  all  sadly  reminded, 
through  Christopher  Reeves'  accident,  of  how  quickly  and  perhaps  irrevocably  one's 
life  could  change  because  of  an  accident  or  disease.  "Saving  from  the  top"  will 
probably  never  fully  guarantee  that  we  will  have  a  treatment  or  cure  for  every 
malady,  but  it  certainly  will  make  a  difference.  In  this  testimony.  I  will  discuss  the 
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meaningful  dilTcrcncc  that  the  National  Institute  ofChild  Health  and  Human 
Development  (NICHD)  is  making. 

NICHD  devotes  its  research  to  ensuring  the  birth  of  healthy  babies  and  the 
opportunity  for  each  infant  to  reach  adulthood  and  achieve  full  potential,  unimpaired 
by  physical  or  mental  disabilities.  This  is  clearly  a  mission  that  deserves  our  support 
and  gratitude.  To  accomplish  this  laudable  goal,  we  need  to  continue  to  invest  in  this 
important  research  Institute.  The  Friends  of  NICHD  therefore  recommend  that 
NICHD  receive  $634  million  in  funding  for  FY  1997.  We  also  concur  with  the 
Ad  Hoc  Group  for  Medical  Research's  recommendation  of  a  6.5  percent  overall 
increase  for  the  National  Institutes  of  Health. 

In  order  to  accomplish  its  broad  mission,  NICHD  is  structured  by  an 
intramural  program,  which  largely  targets  basic  research  related  to  human 
development,  and  an  extramural  program  which  includes  the  Center  for  Population 
Research,  the  Center  for  Research  for  Mothers  and  Children,  and  the  National  Center 
for  Medical  Rehabilitation  Research.  I  will  highlight  many  examples  of  the  specific 
research  that  is  conducted  at  the  centers  later  in  my  testimony,  but  I  would  like  to 
take  this  opportunity  to  invite  you  to  visit  one  or  more  of  these  centers.  Reading 
about  NICHD's  cutting-edge  research  is  one  thing,  but  seeing  it  in  progress  is 
another.  I  guarantee  that  you  will  come  away  with  an  even  stronger  appreciation  for 
how  well  our  federal  funds  are  being  spent. 

And  now  on  to  the  truly  e.xciting  research  being  conducted  at  NICHD. 
Because  time  and  space  do  not  permit  a  full  accounting  of  NICHD's  portfolio.  I  will 
present  examples  of  research  in  two  categories:  I )  Research  that  has  demonstrated 
tremendous  cost  savings;  and  2)  Research  that  is  truly  making  a  difference  in 
people's  lives. 

NICHD's  cost  saving  research: 

•  $80  million!  A  recent  NICHD-supported  study  determined  that,  if  only 
clinically-imiicated  uhrasounds  were  given  to  low-risk  women,  the  nation 
could  save  $80  million  annually  in  sonography  costs  alone.  More  that  one- 
fourth  of  these  savings,  or  $22.6  million,  would  accrue  to  Medicaid.  Routine 
use  of  ultrasounds  does  not  improve  perinatal  outcomes  when  compared  to 
the  selective  use  of  ultrasounds,  based  on  a  clinician's  judgment. 

•  $157  million!  Most  women  at  risk  of  premature  delivery  will  benefit  from 
the  use  of  antenatal  steroids,  according  to  a  collaborative  effort  between  the 
CDC  and  NICHD.  Using  data  from  the  CDC,  a  special  study  commissioned 
by  NICHD  concluded  that  if  the  average  rate  of  antenatal  steroid  use  for 
premature  births  was  increased  from  just  15%  to  60%,  the  nation  could  save 
$157  million  in  annual  hospital  and  physician  expenditures. 

•  $460  million!  A  new  Hib  vaccine  developed  by  NICHD  with  support  from 
the  NIAID.  would  virtually  eliminate  the  10,000  to  15,000  cases  of//. 
Influenzae  type  h  meningitis  each  year,  the  most  common  cause  of  acquired 
mental  retardation  in  the  U.S.,  and  the  cause  of  nearly  800  child  deaths.  This 
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vaccine  which  can  be  safely  given  to  infants  as  young  as  two  months  old.  will 
save  S46U  million  in  reduced  costs  for  health  care  services,  custodial 
activity,  and  improved  productivity. 

Of  course  no  one  can  quote  the  monetary  worth  of  saving  the  life  of  an 
individual  child.  We  all  would  agree  that  protecting  a  newborn  from  contracting 
AIDS,  saving  an  infant  from  early  death  from  SIDS.  or  preventing  an  adolescent 
from  death  by  injury  is  priceless. 

NICHD's  Researeh--the  Difference  it  Makes: 

•  Learning  Disabilities—Did  you  know  that  if  your  five  year  old  child  has 
difficulty  rhyming,  he  or  she  might  have  a  reading  disability?  NICHD 
research  has  shown  that  even  kids  with  robust  IQ's  may  have  a  problem 
distinguishing  individual  sound  units  called  phonemes.  As  many  as  i  5-20% 
of  our  kids  have  trouble  rhyming  a  simple  word  like  cat.  Until  recently  we 
didn't  know  that  the  ear  cannot  distinguish  these  sounds— it  is  the  brain  that 
does  it.  Now  teachers  can  easily  assess  kids  for  this  problem  with  a  test 
developed  by  NICHD,  the  Test  of  Phonological  Awareness  (TOPA).  With 
this  early  screening  every  child  can  get  the  help  he  or  she  needs  to  become  a 
good  reader.. ..That's  making  a  difference! 

•  Sudden  Infant  Death  Syndrome  (SIDS)—  The  phrase,  "Back  to  Sleep,"  is  a 
simple  way  to  remember  that  to  help  protect  an  infant  from  SIDS,  the  major 
cause  of  death  in  infants  two  weeks  to  one  year,  parents  should  place  infants 
on  their  back  or  side  to  sleep,  because  the  carbon  mono.xidc  infants  breathe 
out  into  the  bedclothes  can  build  up  and  suffocate  them.  We  know  this 
because  NICHD  has  been  the  primary  federal  agency  responsible  for 
conducting  research  into  SIDS.  Each  year  6000  infants  have  been  dying  as  a 
result  of  SIDS.  That  number  is  now  diminishing. ....That's  making  a 
difference! 

•  Pediatric  AIDS-It  is  very  sad  to  realize  that  there  are  now  1 5.000  children 
in  the  U.S.  with  HIV.  Approximately  80  percent  were  infected  either  in  the 
womb  and/or  during  birth.  NICHD  in  collaboration  with  NIAID  has  found  a 
way  to  significantly  reduce  perinatal  HIV  transmission  by  administering  AZT 
during  pregnancy,  labor,  and  for  a  short  term  to  the  newborn.    NICHD's 
research  has  also  enabled  physicians  to  slow  the  progression  of  the  disease  in 
children  who  are  infected.  NICHD.  is  in  some  cases  preventing,  and  in  other 
cases  ameliorating,  the  effects  of  HIV/AIDS  for  thousands  of 

children. ...That's  making  a  difference! 

•  Autism-If  you  can  remember  seeing  Dustin  Hoffman  star  in  the  film  Rain 
Man.  you  know  how  critical  it  is  that  we  find  a  cure  for  autism.  A  conference 
organized  by  NICHD  last  year  made  great  strides  in  assessing  the  state  of  the 
science,  identifying  gaps  in  knowledge,  and  making  recommendations  for 
future  research.  Current  studies  indicate  that  brain  abnormalities  in  the  fetus 
early  in  a  woman's  pregnancy  may  lead  to  autism,  but  what  causes  those 
abnormalities  is  still  not  known.  While  scientists  work  to  identify  genetic 
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factors  that  will  help  prevent  autism,  persons  with  autism  can  make 
remarkable  progress  with  behavioral  and  social  interventions.  NICHD  is 
fighting  disease  on  all  fronts—  biomedical,  behavioral,  and  social. ...That's 
making  a  difTerence! 

Infant  Mortality-The  high  infant  mortality  rate  in  1962  was  one  of  the 

major  reasons  for  the  establishment  of  the  NICHD.  Since  the  NICHD  began, 
there  has  been  a  69  percent  decrease  in  infant  mortality,  and  most  of  this 
decline  over  the  years  is  clearly  attributable  to  NICHD  research.  Although 
more  work  needs  to  he  done  to  reduce  the  infant  mortality  rate  of  black 
infants,  recent  new  advances  in  treating  Respiratory  Distress  Syndrome 
(RDS)  and  Sudden  Infant  Death  Syndrome  (SIDS)  have  brought  the  overall 
infant  mortality  rate  in  the  U.S.  to  an  all  time  low  of  7.9  per  thousand  live 
births. ..That's  making  a  difference! 

Medical  Rehabilitation-Little  things  mean  a  lot.  Being  able  to  feed  oneself, 
write  a  quick  note  to  a  friend,  hold  an  infant,  are  all  things  that  are  easy  to 
take  for  granted.  Being  independent  is  a  very  important  goal  for  people  with 
disabilities.  Research  leading  to  significant  advances  in  artificial  limbs  and 
orthopedic  braces,  as  well  as  protections  against  skin  breakdown  in  the 
treatment  of  decubitus  ulcers,  and  new  methods  of  treating  bowel  and  bladder 
incontinence  in  persons  with  spinal  cord  injury  are  just  a  few  of  the  important 
areas  of  rehabilitation  research  that  the  NICHD  has  underway.  NICHD  cares 
about  the  quality  of  life  of  people  with  disabilities,  and  is  proving  it  every  day 
with  their  research  efforts. ...That's  making  a  difTerence! 

Contraceptive  research-Of  the  six  million  pregnancies  that  occur  in  the 
U.S.  each  year,  three  million  are  unintended,  and  nearly  half  of  those  end  in 
abortion.  Unfortunately,  only  a  handful  of  private  pharmaceutical  firms 
conduct  research  and  development  into  new  contraceptive  methods,  leaving 
the  public  sector— and  NICHD  in  particular— to  take  the  lead  in  this  critical 
area.  NICHD  is  on  the  cutting  edge:  in  conjunction  with  NIAID.  it  is 
conducting  research  into  microbicides,  products  that  could  prevent  sexually 
transmitted  diseases,  including  HIV,  as  well  as  prevent  pregnancy.  If 
successfully  identified,  such  products  would  allow  women  to  fully  protect 
themselves  from  serious  health  risks  and  unintended  pregnancy.. ..That's 
making  a  difTerence! 

Adolescent  pregnancy— Out  of  the  total  number  of  out-of-wedlock  births  in 
the  U.S.,  how  many  would  you  guess  can  be  attributed  to  teenage  girls? 
Eighty. ..ninety  percent?  NICHD  recently  published  an  important  study  on 
out-of-wedlock  childbearing  that  dispelled  some  common  misperceptions. 
For  example,  the  study  found  that  less  than  one  third  of  out-of  wedlock  births 
occur  to  teens.  At  the  same  time.  NICHD  continues  to  study  family  structure, 
including  the  impact  of  delayed  marriage  on  the  well-being  of  America's 
families.  NICHD.  helping  to  set  the  record  straight. ...That's  making  a 
difference! 
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•  Fatherhood  Initiative-Father  knows  best.  Well,  not  always.  But  the  truth 
is  we  just  don't  know  enough  about  fathers'  role  in  child  care,  child  support, 
and  other  aspects  of  parenting.  NICHD  is  committed  to  providing 
information  about  the  factors  that  influence  fathers'  parental  roles,  such  as 
marital  stability  and  out-of-wedlock  childbearing.  Most  current  research  is 
based  on  the  mothers'  perspective.  It's  time  to  learn  more  about  what  fathers 
know,  and  NICHD  is  setting  out  to  accomplish  this. ...That's  making  a 
difference! 

•  Minorit>'  Youth  Research— Because  minority  youth  often  face  unique  risks 
as  they  grow  to  adulthood.  NICHD  is  committed  to  finding  behavioral 
interventions  that  will  decrease  the  generally  higher  levels  of  violence, 
disease,  and  early  sexual  activity.  Working  in  cooperation  with  the  NIH 
Office  of  Research  on  Minority  Health.  NICHD  will  identify,  implement,  and 
evaluate  these  interventions.  NICHD  is  responding  to  calls  from  the 
community  for  what  really  works. ...That's  making  a  difference! 

When  fiscal  decisions  are  made  we  have  to  consider  this  simple  fact:  every 
person  in  the  U.S.  is  touched  by  the  research  of  the  NICHD.  Every  childhood  illness 
that  is  prevented  changes  an  entire  life.  Every  planned  pregnancy  gives  a  child  and  a 
family  a  better  chance  to  succeed.  Every  case  of  AIDS  prevented  stops  a  tragedy  in 
its  tracks.  Every  brain  trauma  that  is  treated  helps  preserve  health  and  the  ability  to 
function.    On  behalf  of  the  Friends  of  NICHD  Coalition,  I  urge  you  to  continue  your 
important  support  of  this  invaluable  work. 


STATEMENT  OF  PHYLLIS  KIMMEL,  ASSOCIATE  ATTORNEY,  THE 
NATIONAL  CONSUMER  LAW  CENTER 

Mr.  Chairman  and  Members  of  the  Committee,  the  National  Consumer  Law  Center 
appreciates  the  opportunity  to  submit  testimony  regarding  the  appropriation  for  the  FY  1997 
LIHEAP.  We  submit  this  testimony  on  behalf  of  our  low-income  clients,  for  whom  the  loss 
of  utility  service  due  to  an  inability  to  pay  escalating  charges  is  a  persistent  and  painful 
threat. 

The  National  Consumer  Law  Center  (NCLC)  is  a  nonprofit  corporation  dedicated  to 
the  interests  of  low-income  consumers.  Founded  in  1969.  NCLC  provides  specialized  legal 
support  and  consulting  services  to  legal  services  attorneys,  government  agencies,  and  private 
attorneys  on  all  aspects  of  consumer  and  utility  law.  Working  with  utilities,  regulatory 
commissions,  and  advocates,  NCLC  has  helped  design  low-income  affordability  programs  in 
dozens  of  states  over  the  past  several  years.  NCLC  has  written  the  leading  reports  on  the 
impact  of  energy  costs  on  the  poor  and  elderly  and  has  recently  completed  an  extensive 
manual  for  advocates  on  access  to  utility  services. 

This  past  winter,  poor  families  across  most  of  the  country  suffered  through  brutally 
cold  weather.  In  many  states  it  was  one  of  the  coldest  winters  of  the  century.  However,  this 
past  year,  states  received  the  lowest  level  of  LIHEAP  funding  in  the  program's  history, 
putting  millions  of  low-income  households  at  risk.  Inadequate  LIHEAP  funding  has 
numerous  repercussions  for  low-income  households,  including: 

•  disconnection  of  utility  service; 

consequent  threats  to  health,  especially  for  the  elderiy  and  children; 
increased  malnutrition  and  hunger, 
rise  in  homelessness. 
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Funding  Recommendation 

Mr.  Chainnan  and  Members  of  the  Subcommittee,  we  ask  for  your  continued  strong 
support  for  the  Low-Income  Home  Energy  Assistance  Program,  and  urge  that  this 
Subcommittee  and  the  Senate: 

Provide  an  appropriation  of  at  least  $1 J19  billion  for  the  FY  1997  LIHEAP. 

This  represents  level  funding  from  the  FY  1995  LIHEAP.  The  $900  million  level 
of  hinding  provided  in  FY  1996  was  severely  insufficient  in  meeting  the  home 
energy  needs  of  the  29  million  low-income  Americans  across  the  country. 

Provide  an  advance  appropriation  of  at  least  $U19  billion  for  the  FY  1998 
LIHEAP.  LIHEAP  is  a  time-sensitive  program,  and  it  is  crucial  for  the  state  and 
local  agencies  administering  the  LIHEAP  program  to  have  the  security  of  an  advaiKe 
appropriation  to  plan  efficiently  for  the  upcoming  winter. 

Continue  the  emergency  contingency  fund  consistent  with  LIHEAP's  authorizing 
statute,  which  authorized  $600  million.  These  emergency  funds  are  a  critical 
supplement  to  the  regular  LIHEAP  appropriation.  This  was  demonstrated  most 
recently  in  April.  1996.  when  the  President  released  $180  million  to  the  states  for 
heating  assistance,  and  in  July.  1995.  when  the  President  released  $100  million  to 
ceitain  states  for  cooling  assistance.  We  urge  you  to  not  use  these  funds  in  lieu  of 
regularly  appropriated  LIHEAP  funding. 

The  Energy  Crisis  Continues  for  the  Poor 

Across  the  United  States,  more  than  29  million  low-income  families  are  facing  an 
energy  affordability  crisis.  When  the  heat  is  turned  off  in  the  winter,  and  electricity  tumed 
off  in  the  summer,  the  health  of  children,  the  elderiy,  and  other  household  members  is  at  risk 
-  because  of  unpaid  utility  bills.  Low-income  families  struggle  to  pay  their  heating  bills, 
often  sacrificing  other  basic  needs  such  as  food,  rent,  and  medicine. 

As  the  cost  of  energy  continues  to  outpace  increases  in  salaries  and  government 
benefits,  more  and  more  families  are  simply  unable  to  pay  for  energy.'  For  the  period  of 
1988  to  1992.  energy  prices  increased  at  a  rate  faster  than  the  growth  in  the  income  of  poor 
families,  particulariy  those  surviving  on  minimum  wage  income,  and  families  with  children. 
For  example,  from  1988  to  1992.  energy  prices  far  outpaced  the  increases  in  AFDC  benefits 
during  that  same  period:   by  300%  for  oil;  200%  for  electricity;  and  150%  for  natural  gas. 

Energy  burden  as  a  measure  of  affordability.  As  the  Department  of  Health  and 
Human  Services  has  pointed  out.  from  the  perspective  of  the  low-income  household,  "energy 
burden"  is  the  most  important  factor  to  consider.^  "Energy  burden"  refers  to  the  percent  of 
household  income  that  must  be  devoted  to  the  energy  bills  facing  the  household. 

The  burden  that  energy  costs  place  on  poor  Americans,  in  comparison  to  the  average 
4%  energy  burden  for  middle-income  families,  is  shockingly  high: 


See  National  Consumer  Law  Center,  Energy  and  the  Poor:  The  Crisis  Continues  (1955),  Figures 
2-6,  Tables  5-9,  for  specific  examples  of  the  difference  between  increase  in  energy  prices  and  various  sources 
of  income. 

■    LIHEAP  Report  to  Congress  for  fiscal  year  1992.  Appendix  K,  p.  167. 
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•  Elderly  poor  and  disabled  poor  individuals  relying  on  Supplemental  Security 

Income  on  average  spent  19%  of  that  income  on  energy  costs,  leaving  them  on 
average  with  less  than  $400  to  survive  on  each  month  in  40  states  in  1992. 

The  working  poor.  Approximately  18%  of  the  nation's  81  million  year-round, /m//- 
time  workers  earned  below  the  poverty-level  in  1992.  many  earning  close  to  the 
minimum  wage  of  $4.25.  A  full-time,  year-round  job  at  minimum  wage  would  yield 
about  $8,500  annually,  which  is  well  below  the  federal  poverty  guidelines.  In  1992. 
12%  of  this  income  was  required  on  average  to  meet  home  energy  costs. 

Families  with  children  living  on  Aid  to  Families  with  Dependent  Children  on 
average  devoted  a  quarter  of  their  AFDC  income  on  energy  bills,  leaving  them  with 
less  than  $300  each  month  to  cover  rent,  food,  clothing,  and  medical  needs.' 

LIHEAP  Helps  Poor  Households  AfTord  Essential  Utility  Service 

Over  a  decade  ago,  recognizing  that  millions  of  poor  households  simply  could  not 
afford  to  pay  their  energy  bills.  Congress  created  the  Low-Income  Home  Energy  Assistance 
Program  (LIHEAP)  as  a  federally  funded  block  grant  program  to  address  this  need.  The  goal 
of  LIHEAP  was  then,  and  remains  today,  to  assist  households  with  their  energy  costs, 
targeting  those  with  the  lowest  incomes  and  the  highest  energy  costs  in  relation  to  income.* 
In  FY  1994,  approximately  5.6  million  low-income  households  received  heating  assistance, 
and  1.1  million  received  winter/year-round  crisis  assistance. 

Whom  does  LIHEAP  serve?  LIHEAP  serves  the  poorest  of  the  poor:  81.3%  of 
households  receiving  heating  assistance  in  FY  1994  had  incomes  of  less  than  $10,000.'  The 
elderly  also  receive  significant  LIHEAP  assistance.  In  FY  1994,  33%  of  all  households 
receiving  LIHEAP  assistance  contained  at  least  one  elderly  member.*  In  addition,  almost 
30%  of  all  households  receiving  heating  assistance  contained  a  disabled  member.' 

Repercussions  (V-om  Reductions  in  LIHEAP  Funding 

LIHEAP  has  contributed  more  than  its  share  to  deficit  reduction  during  the  past 
decade,  suffering  a  cumulative  loss  of  over  $4  billion  in  funding  and  almost  4  million 
households  served  (from  FY  1985  to  FY  1993).  While  the  Consumer  Price  Index  increased 
approximately  18.6%  from  1988  to  1992.  the  average  LIHEAP  benefit  decreased  6.1%,  from 
$228  in  1988  to  $214  in  1992. 

With  reduced  funding,  states  are  put  in  the  difficult  position  of  whether  to  cut  benefit 
levels,  or  to  reduce  the  number  of  households  which  they  will  serve.  Reducing  the  level  of 
LIHEAP  benefits  results  in  a  diminishing  ability  to  lower  the  burden  that  energy  costs  place 
on  low-income  recipients.  On  the  other  hand,  when  states,  for  example,  chose  to  raise  the 
average  benefit  level  to  a  more  sustainable  level  in  FY  1993,  the  impaa  of  that  decision  left 
1.2  million  households  with  no  energy  assistance. 


"    National  Consumer  Law  Center,  Energy  and  the  Poor:  The  Crisis  Continues  (1995)  provides  a 
state-by-state  analysis  of  the  energy  burden  carried  by  the  nation's  low-income  households. 

'  Low-Income  Home  Energy  Assistance  Act  of  1981,  42  U.S.C.  5  8624  (b)(5). 

'  LIHEAP  Report  to  Congress  for  FY  1994  (Draft).  Table  D-1.  p.  86. 

•  Id.,  p.  30. 

'  Id..  Table  D-6,  p.  94. 
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Over  the  past  15  years,  as  the  LIHEAP  funding  level  has  decreased,  the  number  of 
households  living  in  poverty  ~  and  in  need  of  energy  assistance  --  has  increased.  In  FY 
1994.  when  the  funding  level  was  $1,737  billion,  only  21%  of  the  households  eligible  under 
the  federal  eligibility  standard  received  LIHEAP  assistance.  In  FY  1996.  with  only  $1.08 
billion  in  LIHEAP  funding,  that  percentage  is  likely  to  drop  significantly,  leaving  more 
households  with  no  heat  in  the  winter,  and  no  means  of  cooling  in  the  summer. 

Some  disastrous  repercussion  flowing  from  reduced  funding  for  LIHEAP  include: 

Disconnection  of  Utility  Service: 

If  families  and  individuals  cannot  afford  to  pay  their  utility  bills,  they  face  the 
possibility  of  having  their  utility  service  disconnected.  As  LIHEAP  funding  began  to 
decrease  in  the  late  1980s  (from  $1,825  billion  in  FY  1987  to  $1,383  billion  in  1989).  "heat 
interruptions"  increased  (678.000  in  1986-87  to  1.0  million  in  1989-90).'  Further  proof  that 
LIHEAP  helps  prevent  shutoff  of  essential  utility  service  is  the  finding  by  HHS  that  in  the 
winter  of  1992-93.  of  aU  LIHEAP  eligible  households  with  heat  interruptions  (1.023  mUlion). 
over  70%  did  not  receive  LIHEAP  assistance.'  In  other  words,  those  that  received  UHEAP 
were  almost  twice  as  likely  to  avoid  shutoff. 

Common  misperception:  people  won't  really  lose  their  utility  service.  Despite 
the  perception  that  utilities  just  won't  disconnect,  in  fact,  every  utility  does  terminate  service 
for  nonpayment.  In  1990,  according  to  HHS,  as  many  as  five  million  households  had  their 
utility  service  disconnected  for  failure  to  pay  utility  bills.'"  According  to  the  Census  Bureau, 
in  the  last  three  months  of  1992,  32.4%  of  poor  families  could  not  pay  their  full  utility  bill, 
and  8.5%  had  their  gas  or  electric  service  disconnected." 

There  is  also  a  perception  that  state  regulations  ("winter  moratoria")  will  prohibit 
utilities  from  terminating  service.  While  some  states  have  a  limited  moratoria  rule  which 
docs  make  it  more  difficult  for  utilities  to  tenninate  service  during  the  winter  months,  in  the 
ntajority  of  states  there  is  no  outright  prohibition  on  termination.  Even  if  a  utility  chooses 
not  to  terminate  service  during  the  winter  months,  that  action  only  forestalls  the  timing  of  the 
termination  until  after  the  cold  season.  In  the  spring  months  following  the  winter  moratoria 
period,  thousands  of  households  do  have  their  utility  service  terminated.  Many  of  these 
households  arc  unable  to  pay  their  bills  sufficiently  to  have  service  restored  for  the  following 
winter.  Thus,  there  is  a  strong  possibility  they  will  still  face  a  cold  winter  without  any  heat. 

In  addition,  bulk  fuel  dealers,  which  provide  propane,  fuel  oil,  and  wood."  are  not 
regulated.  As  such,  they  can  terminate  any  service  (or  delivery  of  bulk  fuel)  to  customers 
who  cannot  pay  for  their  services  up  front.  Many  of  these  unregulated  fuel  dealers  are  small 
businesses  who  may  have  no  other  choice  but  to  terminate  service. 


'        Id.,  T»ble  K-3,  p.  193.  HHS  deflnes  "energy  purchase  he«t  inlemiplions"  is  periods  of  two  houre  or  more  when 
a  household  could  not  use  its  main  source  of  heat  because  they  could  not  pay  for  the  fuel.   Id.,  p.  191. 

♦        Id..  Table  K-23.  p.  201. 

"       Id.,  p.  188. 

"        Cufient  Population  ReporU.  Beyond  Poverty,  Extended  Measures  of  WellBeing:     1992,  Census  Bureau 
(November  1995).  p.  3. 

"       9.2%  of  low-income  households  used  fuel  oil  in  FY  1994;  1.8%  kerosene:  5.5%  petroleum;  and  5J%  other 
(including  wood  and  coal).   LIHEAP  Report  to  Congress  for  FY  1994  (Draft).  Table  B-2. 
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Health  Risks  to  the  Elderly  and  Children: 

Malnutrition  in  children.  A  study  released  by  the  Boston  City  Hospital  (BCH)  in 
1992  dramatically  demonstrated  the  effects  of  cold  weather  and  high  energy  costs  on  low- 
income  children."  The  study  found  that  in  the  month  following  llic  coldest  winter  month, 
low-income  children  had  high  rates  of  malnutrition  because  their  parents  were  choosing  to 
pay  their  utility  bills  during  those  months,  rather  than  buying  sufficient  food  for  their 
children.  As  the  Director  of  the  Project  put  it.  "[pjarents  know  their  children  will  frceze 
before  they  starve." 

Correlation  between  utility  shut-ofTs  and  hunger.  In  addition,  the  BCH  study 
revealed  that  children  whose  parents  had  suffered  through  a  utility  shutoff  or  the  threat  of  a 
shutoff  were  found  to  be  twice  as  likely  to  be  classified  as  hungry  or  at  risk  of  being  hungry. 
Of  those  surveyed,  only  16%  reported  being  on  fuel  assistance  during  the  previous  winter. 

Extreme  weather  conditions  and  the  health  of  the  elderly.  The  elderly  and  poor 
are  most  susceptible  to  hypothermia  and  hyperthermia  --  fatal  health  conditions  that  often 
result  in  deaths  -  which  can  result  from  inadequate  heating  and  cooling."  The  newspapers 
have  been  filled  with  stories  over  the  years  of  health  hazards  posed  to  seniors  from  extreme 
cold  or  hot  weather.  The  death  toll  was  nearly  500  in  the  Chicago  area  alone  as  a  result  of 
the  heat  wave  in  July,  1995.  Most  victims  were  elderiy  and  without  air  conditioning  or  fans. 

Further  health  hazards  of  alternative  heating  sources.  When  people  have  their 
heat  shut  off,  they  do  what  they  can  to  avoid  freezing  to  death.  Frequently  households  resort 
to  other  means  to  keep  warm,  such  as  electric  space  heaters,  portable  kerosene  burners,  or 
gas  grills.  These  heat  sources  are  often  inadequate  to  protect  families,  especially  seniors, 
from  severe  cold  and  are  frequent  sources  of  fires,  which  can  be  deadly. 

Rise  in  Homelessness: 

Increasingly,  the  obvious  connection  between  utility  costs  and  housing  affordability 
is  being  documented.  According  to  a  Philadelphia  study,  "[ujtility  temiinations  are  clearly 
a  precipitating  factor  in  housing  abandonment."  and  "the  relationship  between  [utility] 
termination  and  homelessness  is...cleariy  discernible.""  Utility  cut-offs  were  found  to  be 
one  of  the  housing-related  issues  contributing  to  homelessness  in  Northern  Kentucky.'* 
Under  rules  established  by  the  U.S.  Department  of  Housing  and  Urban  Development,  utility 
shutoff  is  grounds  for  eviction  in  public  housing. 

Need  for  Advance  Appropriation 

Part  of  the  reason  the  LIHEAP  program  works  well  for  the  states  is  that  they  are  able 
to  obligate  ftinds  at  the  beginning  of  the  season.  That  way,  state  programs  can  begin  the 
process  of  taking  applications  for  and  distribution  of  benefits,  in  order  to  prevent  shutoff  of 


Boston  City  Hospital  Study,  'Seasonal  Changes  in  Weight  For  Age  In  A  Pediatric  Emergency  Room:  A  Heat 
Or  Eat  EfTect?"  (September  1992). 


National  Consumer  Law  Center,  The  Energy  Affordability  Crisis  of  Older  Americans  (August  1995). 

Energy  Coordinating  Committee  and  Institute  for  Public  Policy  Studies  of  Temple  University,  An  Examination 
of  the  Relationship  Between  Utility  Terminations.  Housing  Abandonment  and  Homelessness  (June  1991). 

See  Executive  Summary,  "Homelessness  and  Low-Cost  Housing  In  Nonhem  Kentucky:   An  Analysis  And  A 
Strategic  Action  Plan."  prepared  by  the  Nonhem  Kentucky  Coalition  for  the  Homeless  (July  1990). 
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vital  utility  service  during  harsh  weather.  WitlK)ut  an  advance  appropriation,  the  situation 
in  FY  1997  could  mirror  that  in  FY  1996.  in  which  state  agencies  operated  for  most  of  the 
fall  and  winter  months  from  a  situation  of  uncertainty,  which  made  it  difficult  for  LIHEAP 
assistance  to  reach  families  when  it  was  most  crucial  --  in  the  midst  of  one  of  the  coldest 
winters  ever. 

Conclusion 

Congress  docs  not  have  the  power  to  prevent  the  harsh  weather  that  Americans  have 
suffered  thiDugh  this  past  winter  and  last  summer,  but  by  providing  an  adequate  appropriation 
for  the  FY  1997  LIHEAP.  Congress  can  prevent  some  of  the  tragedies  which  result  from  the 
inability  of  many  low-income  Americans  to  afford  their  energy  bills. 


STATEMENT  OF  RONALD  D.  JONES,  CHAIRMAN,  UNITED 
DISTRIBUTION  COMPANIES 

Mr.  Chairman  and  members  of  the  Subcommittee:  United  Distribution 
Companies  (UDC)  is  a  group  of  natural  gas  distribution  companies  serving  customers 
chiefly  in  the  Midwest  and  Northeast.  UDC  member  companies  are  deeply  committed 
to  meeting  the  energy  needs  of  ail  our  customers,  in  particular,  those  of  our  low  and 
fixed-income  consumers. 

Mr.  Chairman,  during  the  past  year,  from  north  to  south  and  east  to  west,  our 
country  experienced  either  record-cold  weather,  record  heat,  or  both.  Parts  of  the 
Midwest  witnessed  -40",  -50".  or  -60"  fahrenheit  temperatures-not  even  taking  into 
account  the  wind-chill  factor.  And.  if  the  frigid  temperatures  were  not  bad  enough, 
people  in  parts  of  Pennsylvania,  New  York,  Massachusetts.  Michigan,  and  numerous 
other  locations  in  the  Northeast  and  Midwest  experienced  record-breaking  snowfall. 
At  the  other  end  of  the  weather  spectrum,  last  summer.  Illinois.  Wisconsin,  and  many 
other  states  had  record-breaking  heat,  and  hundreds  of  deaths  were  attributed  to  the 
extreme  heat.    Many  of  the  victims  were  low-income  elderly. 

For  millions  of  seniors,  disabled,  working-poor  families,  and  others  across 
this  country,  LIHEAP  is  more  than  economic  assistance,  it  is  a  lifeline  for  health 
and  safety  when  life-threatening  weather  conditions  strike.  Many  parts  of  the 
Midwest  faced  seven  straight  days  of  sub-zero  weather  in  January  and  February. 
No  one  can  go  without  heat  in  those  conditions  and  survive. 

Mr.  Chairman,  as  this  Subcommittee  begins  the  process  of  the  FY  1997 
appropriations  cycle,  we  are  mindful  of  the  continuing  severe  budget  constraints  placed 
upon  your  Subcommittee  as  you  attempt  to  properly  fund  a  myriad  of  health  and  social 
services  programs  that  are  vital  to  this  country.  We  ask  you  to  consider  the  merits  of 
LIHEAP  in  light  of  the  following  testimony. 

Our  companies  are  an  integral  part  of  the  communities  we  serve.  On  behalf 
of  all  of  our  residential  customers-especially  the  low-income  customers  who  live  in 
our  communities~we  urge  you  to  maintain  critical  funding  for  LIHEAP. 

LIHEAP  Funding  Recommendation 

Mr.  Chairman,  we  ask  tor  your  continued  support  for  the  Low  Income  Home 
Energy  Assistance  Program,  and  urge  that  this  Subcommittee  and  the  Congress  adopt 

the  following: 

I.  Provide  an  appropriation  of  at  least  $1,319  billion  for  the  FY  1997  LIHEAP 
in  the  FY  1997  Appropriations  Bill; 
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2.  Trovide  an  "advance  appropriation"  of  at  least  $1,319  billion  Tor  the  FY 
1998  LIHEAP;  and 

3.  Ensure  that  any  leveraging  monies  will  not  "supplant"  regular  LIHEAP 
appropriations  for  meeting  low-income  household  s  basic  energy  needs. 

In  addition.  UDC  also  endorses  the  continuation  of  the  "Emergency  Contingency 
Fund."  consistent  with  LIHEAP's  authorization  statute,  which  authorized  $600  million. 
In  our  view,  the  emergency  funds  should  not  be  used  in  lieu  of  regularly 
appropriated  funds  for  LIHEAP. 

Broad  Support  for  LIHEAP 
As  you  know,  over  half  the  Senate  requested  the  release  of  critical  LIHEAP 
monies  in  time  for  this  winter-heating  season  to  assist  needy  households.  Just 
recently,  seventy-seven  .Senators  voted  to  insist  on  the  position  to  advance  fund  LIHEAP 
for  FY  1997  at  the  Senate  level,  as  well  as.  to  urge  the  release  of  FY  1996  appropriated 
emergency  monies.  On  the  House  side  there  was  a  similar  effort  in  December  1995; 
nearly  200  House  members,  including  40  Republicans,  wrote  to  your  counterpart  in  the 
House  to  voice  their  strong  support  for  LIHEAP  and  urge  the  full  release  of  the  FY 

1996  advance  appropriation  for  LIHEAP.  The  Roukema-Moakley  el  ai  "Dear 
Colleague"  letter  states  the  following:  "Both  Republicans  and  Democrats  agree  that 
further  reductions  in  funding  for  a  cost-effective  program  like  LIHEAP  would  be  a 
mistake." 

In  addition  to  congressional  efforts,  it  is  important  to  note  that  the  National 
Governors'  Association  (NGA),  chaired  by  Governor  Tommy  Thompson  of 
Wisconsin,  reaffirmed  its  support  for  LIHEAP  earlier  this  year.  At  its  annual 
conference,  the  NGA  adopted  a  resolution--on  a  bipartisan  basis--that  supports  the 
maintenance  of  federal  funding.  The  NGA  resolution  endorsed  LIHEAP  as  a  targeted 
block  grant  that  provides  the  states  with  the  necessary  flexibility  to  best  assist  the 
elderly,  disabled,  and  working-poor  households  in  meeting  their  home  energy  needs. 
The  Governors  also  urged  the  Congress  to  continue  to  provide  advance 
appropriations  for  LIHEAP  to  avoid  unnecessary  disruption  in  the  program. 
Individual  Governors  have  demonstrated  their  support  through  other  avenues. 

Another  concerned  group,  the  National  Association  of  Regulatory  Utility' 
Commissioners  (NARUC)--representing  the  state  regulatory  bodies  responsible  for 
regulating  the  rates  and  services  of  electric  and  gas  utilities  throughout  the  United  States- 
-also  adopted  a  resolution  on  LIHEAP  funding  on  February  28.  1996.  A  longstanding 
supporter  of  LIHEAP,  the  NARUC  cites  LIHEAP  as  the  foundation  for  many 
programs  authorized  by  the  state  public  utility  commissions,  many  gas  and  electric 
companies,  and  community  services  organizations  which  assist  low-income 
customers.  The  NARUC  Resolution  urges  the  following:  "the  rejection  of  any  further 
cuts  or  rescissions  to  LIHEAP  funding,  and  to  appropriate  at  least  $1.3  billion  for  FY 

1997  and  at  least  $1.3  billion  in  advance  appropriations  for  LIHEAP  in  FY  1998." 

The  Need:    LIHEAP  Helps  Seniors,  the  Disabled  and  the  Working  Poor     . 

One  of  the  primary  goals  of  the  lU4th  Congress  is  to  secure  a  comprehensive 
reform  of  our  nation's  welfare  system.  While  substantial  differences  remain  on  the 
most  appropriate  means  to  attain  this  goal,  a  key  underlying  principle  that  all 
parties  would  agree  upon  is  to  adopt  a  program  that  will  assist  low-income  families 
and  individuals  become/remain  self-sufTicient.  LIHEAP  is  such  a  program; 
LIHEAP  is  the  antithesis  of  welfare.  LIHEAP  helps  to  protect  our  seniors, 
disabled,  and  the  working  poor  from  slipping  into  dependency. 

Let  us  examine  the  households  that  actually  receive  LIHEAP.  Of  the  5.6  million 
households  which  received  LIHEAP  assistance  in  FY  1993,  more  than  70  percent  of 
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these  families  had  annual  incomes  of  less  than  $8,000.  In  fact.  76  percent  of  LIHEAP- 
recipient  households  in  Illinois  earned  less  than  $8,000.  Yet  despite  this  low  income, 
the  majority  of  recipient  households  are  not  receiving  public  assistance.  In  Wisconsin, 
76  percent  of  households  assisted  by  LI  HEAP  are  not  on  weirare,  and  in 
Pennsylvania,  that  number  is  73  percent. 

On  the  average,  one-third  of  LIHEAP  households  are  elderly.  States,  such  as 
Maine.  Nevada.  Georgia.  Mississippi.  South  Carolina,  and  Arkansas  find  more  than  40 
percent  of  their  LIHEAP  recipient  households  include  an  elderly  person.  According  to 
the  latest  available  data,  nearly  60  percent  of  the  assisted  households  in  Mississippi 
included  an  elderly  person.  Due  to  federal  cuts  this  year,  many  of  these  households 
may  have  lost  assistance.  Finally,  the  disabled  who  meet  the  income  guidelines  are  also 
represented  in  LlHEAP-recipient  households.  Nationwide,  over  20  percent  of  the 
households  served  include  a  disabled  member.  LIHEAP-recipient  households  in  12 
states,  such  as.  Oregon.  Iowa,  and  California  have  in  excess  of  30  percent  with  a 
disabled  member;  while  in  South  CaroUna,  47  percent  of  the  households  include  a 
disabled  person. 

Working-poor  households  account  for  approximately  one-third  of  the  LIHEAP- 
recipient  population.  Changing  dynamics  in  the  work  place,  including  eroding  wages, 
part-time  employment,  and  fewer  benefits  are  swelling  the  ranks  of  the  working  poor. 
According  to  the  Department  of  Labor,  the  percentage  of  working  families  below  the 
poverty  line  has  increased  from  7.5  percent  in  the  late  1970's  (when  LIHEAP  began) 
to  1 1.5  percent  now.  Low-income  families  struggle  to  stay  together.  With  resources 
stretched  thin,  a  meaningful  LIHEAP  benefit  helps  families  face  daily  challenges  to  pay 
for  basic  necessities.  If  you  take  away  their  energy  assistance,  that  is  one  more  push 
toward  dependence.  These  families  are  worth  the  investment  of  a  LIHEAP  benefit 
to  help  keep  them  independent.  LIHEAP  helps  create  independence  rather  than 
dependence.  It  helps  low-income  people  stay  off  welfare.  LIHEAP  is  designed  to 
address  the  needs  of  low-income  families  in  meeting  their  monthly  energy  expenses. 
LIHEAP  promotes  self-sufficiency;  it  protects  these  families  on  the  edge  of  poverty  from 
falling  deeper  into  debt,  and  allows  them  to  have  more  control  over  their  lives  and  their 
resources.  In  Michigan,  most  recipients  of  LIHEAP  assistance  are  required  to  file  a 
form,  similar  to  a  tax  form,  that  allows  them  to  view  the  assistance  not  as  a  "hand-out," 
but  as  a  step  toward  independence. 

Health  and  Safety  Concerns 

In  attempting  to  argue  that  LIHEAP  is  no  longer  needed,  some  program  critics 

have  misrepresented  "shut-off"  moratoria  as  a  "safety-net"  in  protecting  low-income 
families.  In  those  states  in  which  moratoria  exist,  the  moratoria  may  provide  some 
protection  for  low-income  consumers,  but  no  long-term  protection.  Moreover, 
moratoria  do  not  exist  in  all  states;  do  not  govern  unregulated  fuels-such  as 
propane,  fuel  oil,  or  wood;  often  do  not  govern  emergency  situations;  and  do  not 
relieve  low-income  families  of  the  ultimate  obligation  to  pay  for  their  home  energy  costs 
when  the  moratoria  end.  In  addition,  HHS  reports  that  36  percent  of  LIHEAP-recipient 
households  use  bulk  fuels;  thus,  they  are  left  unprotected. 

Faced  with  higher  payments  for  home  heating  fuel,  low-income  families  will  have 
limited  tough  choices:  heat-or-eat;  go  further  into  debt  which  will  jeopardize  their  ability 
in  the  future  to  become  self-sufficient;  or  use  potentially  unsafe  alternative  methods  to 
heat  which  could  result  in  tragedies.  Elderly  households  might  use  single  room  space 
heaters  and  turn  their  thermostats  down;  these  actions  will  increase  the  risk  of 
hypothermia   for   these   customers.      Yet   other   low-income    customers   will    move 
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households  together  to  make  ends  meet.  Tragically,  overcrowded  substandard  housing, 
and  the  improper  use  of  space  heaters  have  proven  to  have  disastrous  consequences  in 
our  communities. 

Targeted  LI  HEAP  Block  Grant  Works 
Mr.  Chairman,  as  you  know,  LIHtAP  works!  As  designed  by  the  Congress, 
LIHEAP  is  a  block  grant  that  is  targeted  to  assist  low-income  households  with  the  costs 
of  home  energy.  While  there  are  broad  federal  guidelines  for  LIHEAP.  the  states  are 
allowed  to  tailor  their  programs  to  best  meet  their  individual  needs.  The  Governors 
determined  what  agencies  should  administer  the  program,  what  eligibility  standards  will 
be  used,  how  benefits  will  be  structured,  the  guidelines  for  the  crisis  program,  and  the 
range  of  assistance  to  be  rendered. 

in  addition  to  program  flexibility,  the  administrative  costs  of  the  program  are 
minimal--in  the  range  of  seven  to  eight  percent.  This  ensures  that  the  majority  of 
LIHEAP  dollars  are  directed  to  energy  assistance  benefits  for  the  low-income  families 
that  it  was  intended  to  help. 


Impact  of  FY  1996  Cuts  to  LIHEAP 

1.  the  one-third  cut  to  LlHhAP  wr 


Without  question,  the  one-third  cut  to  LlHhAP  within  the  past  year  has  been 
painful  for  states  and  most  directly  to  seniors,  disabled  and  other  low-income  families 
assisted  with  their  fuel  bills  through  LIHEAP.  While  the  data  from  the  states  is  not  yet 
available  and  will  not  be  for  some  time,  preliminary  estimates  from  the  National  Energy 
Assistance  Directors'  Association  (NEADA)  issued  in  February,  indicate  that 
approximately  1 .4  million  seniors  and  other  low-income  families  have  been  cut  from  fuel 
assistance.    Other  consequences  of  the  cuts  to  LIHEAP  include  the  following: 

•  Some  states  report  that  LIHEAP  benefit  levels  were  cut  up  to  50  percent  from 
last  year; 

•  25  states  estimate  assistance  to  elderly  households  will  be  cut  at  least  25  percent 
as  compared  to  FY  1995; 

•  20  states  estimate  that  at  least  25  percent  of  the  households  that  will  lose 
assistance  this  year  will  include  a  disabled  person(s); 

•  California  expected  to  drop  approximately  40  percent  of  previously  served  low- 
income  seniors  and  disabled  households  from  LIHEAP  aid; 

•  Florida  reported  they  expected  to  cut  one-third  of  the  seniors  served  in  FY 
1995;  and 

•  Mississippi  and  Arkansas  expected  a  25  percent  cut  in  their  number  of  senior 
and  disabled  households  served  under  LIHEAP. 

The  piecemeal  funding  this  year  has  had  a  disruptive  effect  on  the  states'  ability  to 
effectively  plan  and  implement  their  LIHEAP  Program.  An  advance  appropriation  is 
central  to  the  effective  administration  of  the  program.  States  need  to  know  months 
in  advance  of  "start-up"  how  much  funding  will  be  available  to  establish  the 
parameters  of  their  programs-determine  eligibility,  benent  levels,  hire  necessary 
personnel,  etc.  We  urge  you  to  restore  this  critical  funding  component  of  the 
LIHEAP  Program. 

LIHEAP  is  the  Centerpiece  of  Private  and  Utility  Efforts 
Of  course,  the  burden  of  low-income  household  needs  does  not  rest  solely  on 
the  Federal  Government.  Our  member  companies  are  involved  in  and  concerned 
about  the  well-being  of  our  communities-both  in  economic  and  human  terms.  The 
states  and  the  private  sector  also  have  a  responsibility  to  contribute  to  the  needs  of 
these  consumers. 

I'DC  member  companies  have  developed  a  host  of  innovative  and  effective 
programs  to  assist  their  low-income  consumers  which  include  the  following:   operating 


and/or  contributing  to  fuel  funds;  providing  discounts  and  credits  to  low-income 
consumers;  providing  partial  or  full  waivers  of  home  energy  connection  and 
reconnection  fees,  and  late  payment  charges;  partial  or  full  waiver  of  home  energy 
security  deposits;  and  partial  forgiveness  of  home  energy  bills.  Moreover,  many  of  our 
companies  are  involved  in  various  energy  conservation  activities.  Overall,  millions  of 
dollars  each  year  are  dedicated  to  assisting  the  low  income  with  their  fuel  bills. 
However,  all  of  these  utility  efforts  and  most  other  private  efforts  are  built  around 
LIHEAP  as  their  cornerstone.     Federal  cuts  to  LIHEAP  will  jeopardize  these 

efforts. 

Changine  Energy  Policies  Affect  Energy  Costs 
More  than  50  percent  of  low-iiicome  households  in  this  country  heat  their  homes 
with  natural  gas.  Federal  and  state  policies  favoring  greater  competition  in  both  the 
electric  and  natural  gas  industries  have  shifted  significant  costs  away  from  industrial 
customers,  and  other  users  with  energy  alternatives,  to  residential  customers.  These 
households  are  now  paying  a  higher  share  of  the  costs  of  purchasing  and 
transporting  natural  gas  today  than  they  did  in  1980,  when  LIHEAP  was  first 
created.  Thus,  low-income  households  continue  to  face  increasing  energy  burdens. 

Deregulation  and  increasing  competition  create  intense  financial  pressures  on  gas 
and  electric  utilities.  As  a  result,  these  companies  cannot  afford  to  shoulder  the  burden 
associated  with  serving  low-income  households  without  government  support  in  the  form 
of  continued  LIHEAP  funding.  Since  its  inception.  LIHEAP  has  been  a  strong  and 
successful  public-private  partnership  that  has  worked  to  address  the  problem.  If 
government  pulls  out  of  this  partnership,  a  serious  gap  will  be  created  for  our  low- 
income  citizens.    LIHEAP  maximizes  the  opportunities  for  success  in  helping  our 

low-income  customers. 

Conclusion 

Mr.    Chairman,    nearly   two   years   ago.   the    Congress   enacted    legislation 

reauthorizing  the  LIHEAP  Program.  The  legislation  enjoyed  broad  bipartisan  support 
in  Committee,  and  in  the  House  and  Senate.  Attached  to  the  House  bill  was  a  Sense 
of  the  Congress  Resolution  sponsored  by  a  Republican  Congressman  from 
Pennsylvania  that  called  for  the  FY  1996  appropriation  for  LIHEAP  to  be  at  or 
above  the  FY  1995  funding  level  of  $1,319  billion.  While  the  author  of  the  resolution 
no  longer  serves  in  the  Congress-he  is  the  Governor  of  Pennsylvania-the  principles 
outlined  in  the  resolution  on  the  need  for  adequate  LIHEAP  funding  are  as  valid  today 
as  they  were  then. 

Mr.  Chairman,  the  104th  Congress  has  set  out  an  ambitious  agenda  for  change 
in  this  country's  future.  LIHEAP  complements  this  agenda.  As  families  move  from 
dependence  towards  independence,  they  will  need  targeted  supplemental  assistance. 
Families  in  transition  normally  start  at,  or  near,  minimum  wage  levels.  In  order 
for  them  to  continue  working  and  gaining  employment  experience,  so  that  they  can 
be  eligible  for  better  jobs  in  the  future,  they  need  help  to  maintain  a  basic  standard 
of  living  from  programs  such  as  LIHEAP. 

As  the  winter  ends,  problems  for  the  poor  do  not!  The  spring  brings 
collections  pressures  on  unpaid  heating  bills.  Without  the  safety-net  afforded 
through  LIHEAP  low-income  households  could  lose  gas  and  electric  service. 

The  truth  is  simple,  LIHEAP  is  a  public-private  partnership  program  that 
works.  The  low-income  households  cannot  afford  to  pay  the  total  cost  of  the  energy 
they  use.  LIHEAP  helps  to  make  energy  service  available  and  more  affordable  to 
them. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  PHYSICIAN 

ASSISTANTS 

On  behalf  of  the  American  Academy  of  Physician  Assistants  and  the  nearly  27,500 
PAs  we  represent,  thank  you  for  this  opportunity  to  present  our  views  on  the  FY  '97 
appropriations  for  physician  assistant  education  programs. 


The  first  PA  program  was  started  at  Duke  University  approximately  30  years  ago,  and 
today  there  are  78  accredited  PA  programs  in  33  States  and  the  District  of  Columbia. 
The  typical  PA  program  is  24  months  long,  requires  at  least  two  years  of  college  and 
some  health  care  experience  prior  to  admission.  The  majority  of  students  have  a 
baccalaureate  degree  and  48  months  of  health  care  experience  before  admission  to  a 
PA  program.  PAs  are  certified  by  the  National  Commission  on  Certification  of 
Physician  Assistants.  They  are  re-rcgistered  every  two  years  based  on  100  hours  of 
continuing  medical  education  and  re-certified  every  six  years  by  examination. 
Approximately  85  percent  of  PAs  hold  at  least  a  bachelor's  degree  while  12.9  p)ercent 
hold  either  a  masters  or  doctorate.  PA  education  is  dedicated  to  primary  care,  and  in 
the  latest  AAPA  census  data,  family/general  practice  remains  the  most  common  area 
of  PA  practice,  followed  by  general  internal  medicine. 

Federal  funding  for  PA  education  programs,  part  of  the  Public  Health  Service  Act's 
Title  VII  funding  for  health  professions,  serves  many  needs.  Perhaps  most  important 
these  funds  ensure  that  areas  of  our  country  most  in  need  of  health  care  services, 
specifically  rural  and  urban  medically  underserved  and  unserved  areas,  have  access  to 
health  care  providers.  Also  of  great  significance  is  that  Title  Vn  funds  serve  to 
ensure  that  PA  students  from  all  backgrounds  continue  to  have  access  to  an 
affordable  education,  and  that  patients  continue  to  have  access  to  quality,  affordable 
and  cost-effective  care. 

It  remains  an  undeniable  fact  that  millions  of  Americans  lack  access  to  primary  care, 
because  they  are  uninsured  or  underinsured,  or  because  there  are  not  enough 
providers  to  see  them. 

Recognizing  that  primary  care  access  must  be  expanded,  the  states  are  proceeding 
with  their  own  reform  plans.  Their  efforts  are  primarily  focused,  however,  on 
improving  and  increasing  access.  The  states  are  nol  concentrating  on  ensuring  an 
adequate  supply  of  providers. 

A  clear  indicator  of  the  states'  focus  is  the  number  of  requests  for  Section  1115  and 
1915  waivers  they  have  made  to  the  Health  Care  Financing  Administration,  which 
when  granted  allow  a  state  to  enroll  its  Medicaid  and/or  Aid  for  Dependent  Children 
populations  in  some  type  of  managed  care  or  cost-controlled  plan.  The  intense  level 
of  interest  shown  by  the  states  in  the  waiver  process  shows  the  clear  need  to  both 
provide  access  to  primary  care  service  -  thus  avoiding  more  costly  acute  care 
rendered  in  hospital  emergency  rooms  --  as  well  as  to  control  costs. 

Because  1115  and  1915  waivers  require  states  to  improve  and  increase  access,  this  is 
where  states  are  putting  their  resources.  In  addition  to  waivers,  many  states  are 
increasing  access  by  expanding  their  Medicaid-eligibility  criteria  (through  savings 
realized  from  managed  care),  forming  small  business  purchasing  alliances,  or 
providing  Medicaid  reimbursement  for  physician  services  provided  by  PAs  where  they 
once  did  not. 


Certainly  the  states  are  to  be  applauded  for  the  commitment  they  have  made  to 
improving  access.  However,  a  critical  question  must  be  asked.  If  the  states  are  even 
moderately  successful  in  expanding  access,  will  the  providers  be  there  to  diagnose  and 
U-eat  the  patients?  This  is  where  Congress  and  the  PA  profession  play  a  critical  role. 

As  an  ever  increasing  number  of  states  pursue  1 1 15  and  1915  waivers  and  attempt  to 
guarantee  a  "medical  home"  to  Medicaid  and  AFDC  recipients,  more  primary  care 
providers  will  inevitably  be  needed.  However,  the  states  are  not  focused  on  the  issue 
of  training  and  educating  providers.  Since  the  establishment  of  Medicare,  the  costs  of 
training  many  health  care  providers  has  been  paid  through  Graduate  Medical 
Education  or  GME  funding.  GME  pays  for  physician  residencies,  nursing  and  some 
allied  health  professions.  However,  GME  does  not  and  never  has  generated  all  the 
providers  needed  in  this  country.  That  makes  the  work  of  this  committee  all  the  more 
important. 

Ensuring  an  adequate  supply  of  health  care  providers,  particularly  in  rural  and  urban 
medically  underserved  areas,  is  an  issue  in  which  Congress  has  long  played  an 
important  role.  There  are  several  reasons  why  this  should  continue. 

Federal  funding  requires  and  ensures  uniform  criteria  among  the  programs  that 
educate  and  train  primary  care  providers  by  funding  only  accredited  PA  programs.  As 
a  result,  graduates  have  a  core  base  of  skills  and  knowledge  that  allows  them  to 
practice  in  any  state,  irrespective  of  where  they  trained.  Not  to  be  overlooked,  the 
government  needs  an  adequate  supply  of  providers,  including  PAs,  because  it  is  a 
significant  employer  of  them;  17  percent  of  AAPA's  members  are  employed  by 
agencies  such  as  the  Departments  of  Justice,  Defense,  Veterans  Affairs  and  the  Indian 
and  Public  Health  Services. 

We  recognize  that  it  is  the  task  of  the  Appropriations  Committee  to  identify  those 
priorities  that  must  be  met  and  in  which  the  federal  government  has  both  a  proper  role 
and  a  demonstrated  track  record  of  success.  We  believe  that  providing  federal  funds 
to  the  programs  that  educate  PAs  should  be  at  the  top  of  those  lists. 

Federal  funds  for  PA  programs  support  the  planning,  development  and  operation  of 
projects  for  the  training  of  PAs  and  PA  faculty  development  programs.  This 
committee  has  long  supported  the  creation  and  expansion  of  PA  programs  as  a  way  to 
make  a  substantial  contribution  to  meeting  our  nation's  primary  care  needs, 
particularly  in  underserved  rural  and  urban  areas. 

Of  the  PA  programs  that  receive  federal  support  today,  the  Committee  clearly  has  an 
obligation  to  ask  if  those  funds  are  being  spent  wisely.  Our  response  is  an 
unequivocal  yes.  Funding  today  goes  to  programs  that:  1)  are  dedicated  to  a  primary 
care  curriculum;  2)  require  clinical  rotations  in  either  urban  or  rural  medically 
underserved  areas  or  the  Indian  and  Public  Health  Services;  and  3)  have  a 
demonstrated  track  record  in  recruiting  and  graduating  minority  and  disadvantaged 
students.  Further,  we  believe  Congress'  investment  is  a  good  one,  because  federal 
support  of  PA  training  is  highly  cost  effective.  In  1995  there  were  61  accredited  PA 
programs,  approximately  half  of  which  received  federal  funds  over  a  three-year  grant 
period,  with  an  average  grant  of  $135,000  per  year.  With  an  average  first  and  second 
year  class  size  of  approximately  70  students,  the  per  pupil  support  equals  $  1 ,928.  By 
any  standard  that  is  a  sound  investment  Also,  funding  PA  programs  currently  receive 
is  earmarked  exclusively  for  primary  care  providers,  and  is  the  only  fimding  available 
to  PAs.  Unlike  other  primary  care  providers,  PA  programs  are  not  included  in  and  do 
not  receive  GME  funding. 
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And  wc  believe  Congress'  support  has  been  used  wisely  and  effectively  by  the  PA 
profession,  particularly  when  compared  with  other  health  professions.  For  instance,  a 
report  compiled  in  1994  by  the  School  of  Nursing  at  the  University  of  Pennsylvania 
for  the  Department  of  Health  and  Human  Services  points  out  that  "a  greater  number 
of  [advanced  practice  nurses]  have  been  trained  than  are  presently  practicing."  Of 
49.500  Registered  Nurses  who  had  received  formal  training  as  nurse  practitioners  as 
of  1992,  "an  estimated  23,659  practiced  with  the  title  of  nurse  practitioner"  or 
approximately  48  percent.  At  the  same  point  in  1992,  23,000  PAs  were  in  clinical 
practice  out  of  27,000  graduates,  or  approximately  85  percent.  Today,  approximately 
93  percent  of  PAs  are  in  either  full  or  part-time  clinical  practice. 

According  to  the  same  report,  in  1991  $14  million  in  Title  VIII  funds  were  awarded 
to  52  nurse  practitioner  programs,  compared  to  $5  million  awarded  to  40  PA 
programs.  In  any  given  grant  cycle,  only  a  portion  of  PA  and  NP  programs  receive 
Title  VII  or  VIII  funding.  However,  as  noted  above,  less  than  half  of  trained  NPs  are 
in  clinical  practice,  compared  to  85  percent  of  PAs.  With  increasingly  scarce 
resources,  we  believe  Congress  must  invest  in  those  providers  most  likely  to  practice 
and  deliver  critically  needed  primary  care  services. 

Federal  support  for  PA  educational  programs  provides  critical  infrastructure  support 
that  is  all  too  easily  overlooked  once  institutional  funding  and  student  tuition  levels 
have  been  set.  Typical  program  funding  is  applied  to:  1)  the  development  of  an 
effective  recruitment  and  retention  program  for  disadvantaged  minorities;  2)  an 
expanded  curriculum  in  the  areas  of  health  promotion  and  disease  prevention;  and  3) 
increasing  the  number  of  clinical  training  sites  in  rural  and  underserved  areas. 

The  demand  for  PAs  today  is  quite  high,  and  that  does  not  reflect  what  we  can  predict 
is  coming  with  increased  access  at  the  state  level.  According  to  the  Eleventh  Annual 
Report  on  PA  Education  Programs,  there  were  approximately  six  job  offers  for  every 
PA  graduate  in  1994.  And  according  to  the  Department  of  Labor,  the  number  of  PA 
positions  is  expected  to  increase  by  36  percent  between  1992  and  2005. 

To  meet  this  demand,  we  need  more  or  larger  classrooms,  funding  to  train  clinically 
practicing  PAs  as  faculty,  updated  curriculum  content,  and  updated  technology.  We 
appreciate  the  recommendation  for  level  funding  that  the  House  Appropriations 
Committee  continues  to  make.  However,  due  to  limited  funding  and  the  four  percent 
reduction  in  PA  program  funding  in  FY  '96.  the  Health  Resources  and  Services 
Administration  will  not  even  be  holding  a  competitive  grant  cycle  this  year.  We  urge 
you  to  continue  level  or  ideally  increased  funding  of  these  programs  so  that  this  year's 
situation  is  not  repeated  in  FY  '97. 

As  you  can  imagine,  starting  a  PA  program  is  an  expensive  undertaking.  Although 
new  programs  have  come  on  line  largely  with  state  and  private  dollars,  the  availability 
of  federal  funds  to  help  increase  or  expand  the  number  of  programs  is  critical. 
Clearly,  based  on  the  requests  made  last  year  alone,  many  programs  started  without 
federal  support  are  hoping  to  apply  for  federal  grants  to  assist  them  with  program 
development 

You  may  fairly  ask  why  federal  support  is  needed  if  PA  programs  are  started  without 
it.  As  we  have  said  before  this  committee  in  the  past,  federal  support  is  not  essential 
to  the  support  of  most  PA  programs.  However,  federal  support  is  needed,  for 
instance,  to  provide  students  with  clinical  rotations  in  medically  underserved  areas. 
Without  it,  institutions  will  be  forced  to  rotate  students  through  departments  in  an 
affiliated  hospital  or  within  close  range  of  the  institution.  This  deprives  students  of 
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rotations  through  settings  where  the  federal  government  would  most  like  PAs  to 
gravitate  upon  graduation,  particularly  underserved  areas.  For  PAs  there  is  a  high 
correlation  between  where  students  train  and  where  they  choose  to  practice.  PA 
students  who  are  exposed  to  --  not  to  mention  actively  recruited  from  -  underserved 
rural  and  urban  communities  are  much  more  likely  to  practice  there  upon  graduation. 
And  we  are  proud  that  PAs  have  an  extremely  good  record  of  practicing  in  our  small 
towns  and  rural  communities  that  traditionally  go  underserved.  As  of  1995,  there 
were  approximately  32,000  PA  graduates;  of  those,  9.6  percent  practiced  in  towns  of 
less  than  5,000;  7  percent  in  towns  of  less  than  10,000;  and  15.8  percent  in  areas  of 
50,000  or  less.  In  fact,  according  to  1993  Health  Personnel  in  the  United  States, 
Ninth  Report  to  Congress,  PAs  "are  more  likely  than  are  physicians  to  practice  in 
rural  and  medically  underserved  areas." 

Equally  significant,  with  proper  infrastructure  support,  PA  programs  can  produce  PA 
graduates  quickly  enough  to  meet  emerging  needs.  The  average  program  is  two  years 
in  length,  compared  with  seven  years  for  a  physician.  That  would  be  music  to  the 
ears  of  states  attempting  to  expand  access  and  attract  providers  to  the  state's  most 
rural  and  urban  underserved  areas. 

In  conclusion,  the  Academy  respectfully  requests  that  the  Appropriations  Committee 
carefully  examine  the  reform  activity  occurring  in  the  states,  and  the  inevitable  need 
for  more  primary  care  providers,  particularly  PAs,  that  will  logically  follow.  We  hope 
you  will  agree  that  continued  and  ideally  expanded  federal  support  of  PA  education  is 
of  fundamental  importance  to  the  nation  as  a  whole  as  we  strive  to  provide  primary 
care  to  those  citizens  who  now  go  without. 

This  committee  has  always  been  a  strong  supporter  of  PAs,  and  we  trust  that  even  in 
these  difficult  times,  we  can  continue  to  count  on  your  strong  support.  Thank  you  for 
the  opportunity  to  present  the  Academy's  views  on  FY  '97  appropriations. 


STATEMENT  OF  ERIKA  A.  MUSSER,  ON  BEHALF  OF  EDUCATION 
FOR  BLIND  AND  VISUALLY  IMPAIRED  AMERICANS,  AND  THE 
NEED  FOR  BRAILLE  LITERACY 

Mr  Chairman  and  Members  of  this  Committee:  I  am  Erika  A.  Musser,  the  mother  of  F.  Heidi 
Mus.<ier.  who  is  a  totally  blind  college  student.  I  feel  deeply  honored  to  have  been  invited  again  to 
offer  my  views  on  the  education  for  blind  and  visually  impaired  Americans,  especially  the  need  for 
Braille  literacy. 

Senator  Paul  Simon  has  made  me  aware  that  one  individual  citizen,  a  mother,  can  positively 
influence  public  policy  making  at  the  federal,  sUte,  and  local  level.  He  has  become  my  'friend*  who 
supports  me  to  listen  to  my  conscience  to  serve  the  common  good,  and  not  to  accept  idle  rhetoric  and 
the  socialization  process  to  remain  apathetic  and  cynical  towards  lawmakers.  Singlehandedly  and 
paying  for  all  expen.ses  from  my  family's  meager  budget.  I  have  come  before  the  U.S.  Congress  less 
than  six  years  ago.  My  voice  was  heard  and  I  have  been  able  to  help  bring  optimism  and  hope  into 
the  lives  of  adults  and  parents  of  children  with  visual  impairments  throughout  the  nation.  Senator 
Simon  ha.s  taught  me  what  American  democracy  is  all  about! 

I  would  like  to  loudly  applaud  Senators  Bill  Frist  and  Tom  Harkin  for  their  firm  standing 
against  weakening  amendments  in  the  IDEA  (Personnel  Preparation/Low  Incidence  Disabilities), 
presently  debated  in  both  Houses.  Both  stood  steadfest  that  "any  institution  that  seeks  to  train 
teachers  to  work  with  blind  children  must  teach  trainees  how  to  teach  Braille."  (Congressional 
Record,  February  17.  19%). 

rersQPPel  FfCDaration  for  Blind  and  Visually  Impaired  Children 

Braille  writing  and  reading  is  very  dear  to  my  heart,  because  when  my  blind  daughter  was 
supposed  to  attend  elementary  school.  I  had  to  take  on  the  task  to  learn  Braille,  and  then  teach  her; 
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aim.  because  the  Chicago  Public  School  system  did  not  have  competent  personnel  to  test  her 
intelligence  properly  and  give  her  the  tools  for  learning  as  a  totally  blind  child,  I  had  to  be  practically 
her  sole  teacher  at  home  during  most  of  her  elementary  school  years.  As  a  mother.  I  had  to 
exclusively  rely  on  my  own  inner  resources.  She  was  bom  in  19i66;  too  early  to  benefit  from 
specifically  trained  teachers  as  mandated  by  the  IDEA  (Individuals  with  Disabilities  Education  Act), 
PL  94  142.  My  husband,  Frederick  M.  Musser,  and  I  paid  federal  and  state  taxes,  yet  we  had  no 
choice  hut  to  educate  our  handicapped  daughter  at  home,  besides  raising  three  other  bright,  highly 
motivated  children. 

On  May  19,  1996,  Heidi,  aged  30,  will  receive  her  Bachelor's  Degree  from  Northeastern 
Illinois  University.  Chicago.  What  a  happy  day!  What  a  triumph!  Finally,  the  label  'hopelessly 
retarded"  that  was  affixed  to  her  name  WRONGLY  at  age  3  1/2  is  officially  removed. 

I  could  not  help,  but  spread  the  word  that,  YES,  federal  lawmakers  do  listen  to  parents  when 
they  speak  out.  From  across  the  nation,  NAPV1  (National  Association  for  Parents  of  the  Visually 
Impaired)  parents  have  sent  letters  to  members  of  Congress  to  expre.SK  their  outcries  about  the 
prospective  cutting  of  funding  of  the  IDEA  in  future  and  their  tears  that  their  children  might  he 
forced  to  join  the  ranks  of  the  nearly  90  %  Braille  illiterate  and  the  presently  70  %  unemployed  blind 
Americans.  They  have  also  put  down  on  paper  their  joys  and  enthusiasm  about  their  children's 
educational  success  stories,  because  IDEA  funding  was  available  in  the  past  These  parents  portray 
their  imconditional  love  for  their  children;  they  demonstrate  their  belief  in  their  children's 
capabilities;  and  they  prove  their  willingness  to  make  great  sacrifices,  so  their  children  develop  into 
happy,  productive  adults.  They  deserve  applause  and,  most  important,  that  we  support  their  efforts 
with  the  reauthorization  of  the  IDEA  and  with  its  continued  funding.  For  them  the  IDEA  serves  as  a 
'life  raft." 

I  truly  hope  thai  the  voices  of  these  parents  serve  as  (tuidelinos  to  ALI/  Tederal  and  state 
le(tislalors  when  writing  the  language  for  the  IDEA  and  casting  the  votes  for  funding. 

Here  are  the  proud  words  of  Director  Mary  Zabelski  of  the  Children's  Program  at  The 
Chicago  Lighthouse  and  Vice  President  of  NAPVl:  "My  totally  blind  daughter,  Cara  Dunne,  aged  26. 
was  able  to  successtiilly  access  Braille  instructions  and  mobility  from  her  earliest  school  years  with  the 
help  of  her  specially  trained  teachers.  This  in.struction  enabled  her  to  graduate  with  honors  from 
high  scifool  in  Chicago  Cara  was  accepted  at  Harvard  University,  where  .she  ultimately  graduated 
MAGNA  CUM  LAUDE  in  1992  as  the  First  Marshall  (president)  of  her  class.  She  is  now  completing 
a  course  of  smdy  at  UCLA  (University  of  California  at  Los  Angeles)  Law  School,  living  and  traveling 
across  the  nation  and  abroad  independently."  Pre.sently.  Cara  is  a  leading  contender  for  the  U.S. 
Paralympic  Cycling  Team  1996 

Care's  mother  continues  .sharing  her  professional  experience:  "Many  blind  adults  were  unable 
to  access  these  services  prior  to  IDEA,  and  therefore,  they  will  never  be  literate  and  be  able  to  travel 
independently-thus.  never  be  gainfully  employed--they  will  always  be  welfare  recipients  and 
dependent  on  society  for  survival  thnwgh  no  fault  of  their  own." 

From  Florida.  Terri  Elise  Goldstein  writes:  "Julia  is  4  1/2  years  old  now.  She  is  visually 
impaired  and  has  been  receiving  the  services  of  a  certified  vision  specialist  since  she  was  a  baby, 
thanks  to  provisions  under  IDEA." 

From  New  Mexico.  Donna  Strykjer  echoes  similar  words  of  appreciation:  "My  son  Bruce  is 
1 1  years  old  and  is  blind.  Without  the  excellent  work  of  dedicated  teachers  with  an  education  specific 
to  working  with  the  blind,  he  would  not  be  a  Braille  reader." 

Also,  fttim  New  Mexico.  Marie  Hillis  fills  us  in  about  her  two  sons  educational  experiences: 
"Michael,  age  16,  is  classified  as  Learning  Disabled  Gifted  with  an  IQ  of  141.  Fortunately,  the 
Alamogwdo  Public  School  has  recently  hired  a  Gifted  Facilitator,  Vicki.  IDEA  helps  pay  Vicki's 
salary  If  Vicki's  work  with  Michael  continues  at  its  prefsent  moraennim,  1  feel  that  he  will  finally  start 
to  achieve  at  the  level  his  IQ  indicates.-Brian,  who  is  multi -handicapped,  has  an  IQ  of  71  The 
Touch  Talker  is  a  $6000  ♦  device  that  is  paid  for  with  IDEA  funding.  The  afternoon  that  we  first 
brought  it  home  was  spend  in  telling  each  and  every  family  member  that  he  loved  them.  These  three 
words,  /  love  you.  he  had  never  been  able  to  say  to  us.  I  bet  he  said  "/  lo\e  you,  mommy'  a  hundred 
times  that  afternoon. 

From  Massachusetts,  Mancia  Cates  expresses  her  fears:  "Without  sufficient  fiinding  tor  Special 
Education  services,  you  strip  us  of  any  hope  or  encouragement  for  the  future  of  our  little  girl  Kelsey 
Marie  •  Possible  elimination  or  even  reduction  in  some  areas  of  Special  Education  services  horrifies 
me!   We  need  to  allow  our  di.sabled  population  the  right  to  maximize  the  quality  of  their  lives." 

From  Ohio.  Shan>n  R.  Brown,  the  mother  of  Lee  Allen,  20  years  old,  states:  "In  fact,  at  two 
years  of  age.  Children's  Hospital  told  us  he  would  never  be  anything  hut  a  vegetable.  They  wanted 
me  to  put  him  in  an  institution  and.  I  said  NO.  We  cannot  let  government  tell  us  that  these  children 
do  not  have  a  place  in  society  and  they  do  not  matter." 
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From  Pennsylvania.  Fay  E.  Corey,  NAPVI's  newsletter  editor,  tells  her  story:  'My  son  is  now 
22  years  old,  and  through  love,  the  grace  of  God,  quality  medical  care,  and  winning  a  due  process  for 
his  education  against  the  local  school  district,  I  can  proudly  say  that  Joshua  graduated  in  June  1994, 
with  a  diploma  inscribed  on  it  'Applied  Technology  Curriculum.' -Keeping  our  children  at  home 
full-time  is  not  the  solution.  Institutionalizing  them  is  not  the  solution.  Perhaps,  the  best  cost- 
effective  measure  the  federal  government  can  do  is  to  ensure  that  the  IDEA  continues  to  be  in  place." 

From  Missouri.  Jack  &  Wanda  Wilson  share  their  joy  in  raising  their  granddaughter: 
"Courtney,  who  is  legally  blind  in  her  right  eye  and  totally  blind  in  her  left  eye,  has  been  in  a  regular 
classroom  since  kindergarten;  she  is  now  10  years  old,  and  scores  in  the  upper  third  of  her  5th  grade 
class  We  know  she  could  not  be  this  "miracle"  child  without  the  excellent  special  education  teachers 
and  therapists.  No  one  can  give  her  sight  or  make  her  walk  without  a  limp,  but  the  programs  and 
equipment  available  under  PL  94-142  will  at  least  afford  her  a  chance  to  become  a  productive,  well- 
educated  citizen  with  a  future  as  bright  as  any  other  child  in  this  country." 

From  New  York  State.  Margaret  Wakeley  Harris  lets  us  know:  "My  son  Casey  is  8  years  old 
now  He  has  had  such  a  great  beginning  with  the  help  of  the  original  PL  94-142.  Without  this  help, 
life  would  be  much  more  of  a  struggle  for  Ca.sey,  his  family  and  his  teachers.  Uncovering  his  gifts 
would  be  more  and  more  difficult.  We  can"t  bring  more  light  to  Casey"s  eyes,  but  we  can  bring  his 
wonderful  potential  and  intelligence  to  light  with  the  continued  services  he  deserves." 

From  the  State  of  Washington.  Diane  H.  Cavanough  writes  enthusia.stically  about  Scott  Truax, 
a  Child  and  Family  Program  Coordinator  with  the  Washington  State  Department  of  Services  for  the 
Blind:  "Scott  has  provided  immeasurable  hope  and  help  to  us -first  by  his  assurances  that  blindness 
was  not  the  end  of  the  world,  and  second,  by  helping  us  find  programs  and  teachers  that  challenge 
and  motivate  Bobby  (blind,   22  moths  old)  to  move  and  explore." 

From  Texas.  Gail  Dalrymple,  mother  of  8-year  old  visually  impaired  Peter  reveals:  "My  son 
has  received  special  education  .services  since  he  was  two  months  old.  He  has  received  the  assistance  of 
a  teacher  for  the  visually  impaired,  an  occupational  therapist,  an  orientation  and  mobility  specialist, 
and  an  adaptive  PE  teacher  to  name  a  few.  Without  this  assistance  he  would  have  virtually  no 
opportunity  to  obtain  an  education." 

From  Vermont.  Mr  &  Mrs  Gerald  Steams,  who  hav  e  a  very  intelligent  little  girl  with  low 
vision,  wrote  "Parents  for  generations  have  told  their  children  that  they  can  be  anything  they  want  to 
be  when  they  grow  up  if  they  apply  themselves.  If  you  cut  the  funding  for  special  education  our 
children"s  dreams  and  aspirations  will  only  be  able  to  take  them  as  far  as  our  personalfinances  will." 

From  WLscoasin.  Lynn  C.  Whalen,  the  mother  of  two  legally  blind  children,  is  very  hopeful 
about  her  children's  future:  "Sean  plans  to  continue  with  his  Spanish  studies,  so  he  can  be  a  bilingual 
lawyer  when  he  grows  up.  Meghan  hopes  to  become  an  archaeologist  and  mother  someday.  They 
both  are  very  ambitious  and  will  continue  to  succeed  with  the  help  of  IDEA." 

From  California  Barbara  E.  Mathews,  contends:  "If  you  could  only  see  Kyra  with  her  Braille 
books,  touching  each  one  and  announcing  which  one  it  is,  you  would  realize  the  travesty  in  voting  to 
deprive  blind  children  of  books.  How  can  this  society  have  developed  the  technology  to  guide  a 
spacecraft  around  Jupiter,  but  be  helpless  to  do  anything  about  my  child's  blindness?" 

From  Pennsylvania  Holly  and  Rob  Grabowski  hoped  to  make  a  difference  when  they  sent 
their  story  to  members  of  Congress  Their  letter  .states:  "Through  Early  Intervention  services,  we 
learned  that  Zachary,  3  years  old  now,  would  do  everything  that  other  children  would  do;  he  would 
just  learn  in  a  different  way  His  future  looks  very  bright.  Through  his  vision  teachers  and  with  the 
proper  tools  to  assist  him  through  school  years,  he  will  lead  a  full,  productive  life." 

From  Oregon.  Christine  Brown,  a  mother  of  2-year  old  daughter  Chantelle,  writes:  "At  one 
time,  I  thought  that  these  programs  could  be  cut.  Who  really  uses  them?  Little  did  I  know  that  1 
would  need  their  services  and  come  to  depend  on  them  so  much." 

From  North  Carolina.  George  E.  Mapes,  Jr.,  grandfather  of  2-year  old  Jacob  Allen  states: 
"I  am  but  one  voice  crying  out  to  ask  that  we  explore  the  alternatives  before  we  'draw  and  quarter' 
the  present  IDEA  programs." 

From  Virginia  Kristine  R.  Kiley,  mother  of  II -year  old  Patrick,  who  is  visually  impaired, 
offers  her  voice:  "Patrick  has  the  potential  of  becoming  a  literate,  self-sufficient  citizen  who  can 
advocate  for  himself  and  vote.  He  will  need  more  support  now,  as  a  child,  but  the  money  we  spend 
now  will  be  offset  by  what  we  save  as  he  as.sumes  responsibility  for  himself" 

From  Iowa  Diane  Miller,  the  mother  of  17-year  old  totally  blind  Jamaica,  the  second  of  three 
children,  offers  her  opinion:  "Vi.sual  impairment  has  a  profound  impact  on  the  development  of  a 
child  Those  who  deliver  the  educational  programming  to  that  child  must  know  how  to  intervene  to 
minimize  that  impact." 
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From  Jennesse*;,  Virginia  McMulleii  has  the  tbilowint;  cotninents:  "Barriers  continue  to  exist 
prohibiting  individuals  who  are  blind  or  visually  impaired  from  becoming  self-reliant,  independent 
members  of  s<Kiety  Technology  can  equalize  opportunity  for  these  individuals;  the  lack  of  adaptive 
technology  can  worsen  inequalities  in  education  and.  subsequently,  in  income  " 

From  Arizona.  17  year  old  visually  impaired  high  school  student  Scott  Cunningham  has 
learned  to  advocate  for  himself:  "Because  of  the  benefits  and  opportunities,  I  have  received  from 
IDEA.  I  believe  the  American  Dream  is  out  there  waiting  for  me.  I  have  been  taught  how  to  advocate 
for  myself  in  the  mainstream  of  school  and  life.  I  can  now  go  into  a  classroom  or  work  situation, 
explain  my  di.sability,  and  request  reasonable  accommodations  while  maintaining  my  dignity  and 
accentuating  the  positives  about  me." 

From  Illinois.  Kevin  E  O'Connor.  President  of  NAPVI  (National  Association  for  Parents  of 
the  Visually  Impaired),  a  professional  educator  and  the  father  of  a  visually  impaired  child  sums  it  all 
up  for  us: 

"I'hc  IDKA  in  ils  present  form  work.s.  It  was  h  long  (imr  in  coming.  I(  is  an  out.standint; 
law.  Children  beneni:  families  are  strenglhened;  potential  is  secured." 

I  kindly  ask  Congress  to  hear  these  parents.  Please  authorize  sufficient  funds  for  FY  1997. 
so  all  blind  and  visually  impaired  children  have  as  many  options  in  life  as  their  sighted  peers. 


The  results  for  the  Braille  Training  Projects  in  the  Rehabilitation  Act,  which  were  funded  for 
the  past  three  years,  are  truly  extraordinary  and  heartwarming!  Throughout  the  nation,  many  blind 
persons'  place  in  society  has  and  will  be  improved  because  they  have  been  introduced  to  braille,  and 
taught  to  read  and  write  braille  Hundreds  of  educators  and  rehabilitation  professionals  in  the  blind 
and  visually  impaired  field  throughout  the  nation  are  now  better  qualified,  and  most  important,  more 
enthusiastic  for  teaching  braille  skills. 

In  the  first  grant  competition  (FY  1993)  offered  by  the  Rehabilitation  Services  Administration 
of  the  US  Department  of  Education,  four  one-year  projects  received  funding  for  a  total  of  approx. 
$4.S0,(X)0  The  project  of  the  Research  and  Development  Institute,  Sycamore,  Illinois,  dealt  with  the 
development  of  the  Computerized  Braille  Tutor,  a  software  tutorial  for  learning  braille  or  upgrading 
braille  skills  among  sighted  individuals  The  Texas  Commission  for  the  Blind  developed  a  state-wide 
program  for  braille  teaching  for  training  personnel  of  rehabilitation  agencies  throughout  the  State  of 
Texas.  The  Department  of  Special  Education  at  the  San  Francisco  State  University  developed  seven 
excellent  video  tapes  which  demonstrate  the  various  aspects  of  teaching  braille.  The  American 
Foundation  for  the  Blind  (AFB)  trained  a  cadre  of  experts  across  the  nation  to  act  as  mentors  in 
helping  others  to  deliver  braille  training  to  blind  individuals. 


In  the  second  round  of  grant  competitions  (FY  1994),  two  three-year  projects  each  for 
$2(X).(K)0  per  year  received  funding.  Research  and  Development  Institute  (RDF)  and  the  American 
Foundation  for  the  Blind  (AFB)  were  selected  as  grant  recipients  The  RDI  project  deals  with  the 
development  of  a  software  tutorial  for  learning  the  Nemeth  Code,  the  code  for  braille  mathematics, 
and  the  development  of  a  manual  for  best  practices  for  teaching  mathematics  to  blind  persons.  In  a 
thorough  review  of  existing  literature,  the  project  staff  has  found  that  very  little  material  exists  for 
learning  the  Nemeth  Code.  Over  the  years,  many  blind  adults  and  children  will  be  conversant  with 
the  Nemeth  Code,  and  will  actually  be  able  to  read  mathematics  in  braille. 

The  American  Foundation  for  the  Blind  has  expanded  and  extended  its  efforts  with  the 
second  grant  The  AFB's  "Braille  Literacy  Mentors  in  Training:  The  Next  Generation"  project 
provides  experienced  teachers  of  braille  with  the  skills  to  mentor  other  less  experienced  special 
education  and  rehabilitation  teachers.  This  "trainer  of  trainers"  model  is  used  in  developing  and 
implementing  two  levels  of  workshoiis.  In  199.5.  a  total  of  approximately  80  teachers  went  through 
this  training  in  four  states:  New  Hampshire.  Utah,  Arkansas,  and  Arizona.  AFB  estimates  that  at  least 
800  people,  including  teachers,  parents,  and  other  ,«rvice  providers  have  benefited  from  the  training 
the  mentors  have  provided.  For  spring  1996,  workshops  in  Minnesota  and  on  the  West  Coast  are 
planned 

The  creation  of  a  3  or  4-week  Summer  Braille  Music  Program  for  a  three-year  cycle  is  very 
dear  to  my  heart  Many  young  blind  individuals  show  great  potentials  for  success  in  musical  careers, 
yet  teachers  for  braille  music  at  postsecondary  level  are  practically  non-existent,  and  rare  for 
elementary  and  secondary  level.  A  summer  Braille  Music  Training  Program  would  enable  young 
blind  music  students,  private  teachers  for  young  music  students,  and  accomplished  blind  musicians 
from  every  comer  of  the  nation  to  come  together  to  acquire  the  necessary  skills  for  braille  music 
score  reading  and  writing,  as  well  as  computer  skills  for  composition,  techniques  for  successfiii  stage 
performance,  etc  For  the  fall  semester,  students  equipped  with  newly  acquired  skills  could  return  to 
their  home  institution  (elementary,  high  schwl  or  postsecondary  level)  for  integration  with  sighted 
music  students 
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My  blinfl  dHuphter  Heidi  intended  to  major  in  Music.  When  she  hnd  collected  more  than  90 
music  credit  hours  approximately  60  music  credit  hours  is  the  normal  requirement  for  a  Music 
major-  at  NEIU,  she  was  told  that  she  would  never  be  able  to  graduate  with  a  major  in  Music,  because 
score  reading  and  music  notation  form  an  integral  part  of  any  Music  education.  What  "cruelty"  for  a 
disabled  individual  to  receive  such  disappointment  after  five  years  working  so  very  hard  and 
enduring  sitting  through  lessons  after  lessons  without  knowing  what  was  written  on  the  blackboard, 
because  the  concept  of  music  score  reading  was  never  taught. 

Blind  pianist  Nicolas  Constantinidis  from  Akron,  Ohio,  who  has  been  acclaimed  in  concert 
halls  all  over  the  world,  states:  "If  you  go  to  college  as  a  Music  major,  you  really  need  to  know  your 
braille  music  Nobody's  going  to  sit  around  and  teach  you  by  ear.  You  can  only  go  so  far  by  ear, 
and  then  it  stops,  because  the  complexity  of  the  work  becomes  so  overwhelming." 

Professor  Richard  Taesch  offers  his  opinion  in  The  Music  Teacher/Fall  1994:  "To  learn  by 
listening  only  is  merely  a  form  of  plagiarism.  Reproduction  is  strongly  influenced  by  the  inter- 
pretation of  the  person  being  copied  " 

Suggested  funding  for  Braille  Training  Projects  for  FY  1997:    $1  Million 

It  seems  like  a  miracle  how  top  administrators  at  Northeastern  Illinois  University,  the  Bureau 
of  Blind  Services  of  the  Illinois  Department  of  Rehabilitation  Services,  NAPVl  parents,  Illinois 
Governor  Jim  Edgar's  Office  and  Senator  Paul  Simon  have  joined  hands  with  me  in  my  advcxacy  for 
blind  Americans  With  such  teamwork  from  educators,  parents  and  lawmakers  we  are  definitely 
heading  in  the  right  direction.   TOGETHER,  we  are  helping  to  re-weave  the  social  fabric  of  America. 

Thank  you. 


STATEMENT  OF  THE  AMERICAN  PHYSIOLOGICAL  SOCIETY 

The  American  Physiological  Society  appreciates  the  opportunity  to  provide 
testimony  to  this  Subcommittee  concerning  fiscal  year  1997  funding  for  the 
National  Institutes  of  Health. 

The  American  Physiological  Society  is  the  nation's  oldest  scientific  society 
dedicated  to  medical  research.   Founded  in  1887,  the  Society  now  has  some 
8,400  members.    The  Society  publishes  14  peer-reviewed  journals  and  sponsors 
three  scientific  meetings  per  year.   APS  scientists  conduct  research  on  the 
function  and  dysfunction  of  all  the  body's  systems  and  organs  -  heart,  lungs, 
kidneys,  and  brain.   Our  members  conduct  their  research  at  medical  schools, 
universities,  hospitals,  and  in  industry.   APS  also  plays  a  key  role  in  medical 
education,  and  we  are  concerned  about  and  are  active  in  the  area  of  general 
science  education.   Our  Society  vigorously  promotes  teaching  and  research  and 
has  been  a  strong  advocate  for  access  to  careers  in  research  and  teaching  for 
women  and  minorities  through  a  variety  of  programs. 

Before  offering  our  Society's  strong  support  for  the  NIH,  we  would  like  to 
acknowledge  the  extraordinary  vote  of  confidence  Congress  has  given  to  the  NIH 
by  providing  a  5.7%  increase  for  biomedical  research.    We  believe  that  your 
confidence  is  well  founded  because  biomedical  research  is  important  to  the  health 
and  well-being  of  the  American  people. 

The  American  Physiological  Society  supports  a  6.5%  increase  for  NIH  in  FY 
1997.   This  is  the  increase  recommended  in  the  professional  judgment  of  the 
NIH.   It  is  also  supported  by  FASEB  and  the  Ad  Hoc  Group  for  Medical 
Research  Funding. 

The  NIH  makes  a  crucial  contribution  to  our  nation  through  its  support  of 
biomedical  research.    Its  success  comes  from  its  reliance  on  science  for  solutions 
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to  health  problems.   That  approach,  and  the  explosion  of  knowledge  it  has 
generated,  is  the  reason  why  we  have  achieved  so  much  progress  in  the  fight 
against  devastating  diseases. 

No  doubt  you  have  received  testimony  from  many  witnesses  asking  you  for  help 
in  sponsoring  research  into  all  the  things  we  do  not  yet  know,  all  the  health 
problems  we  have  yet  to  solve.   We  only  wish  it  were  possible  to  give  you  a 
timetable  for  when  and  how  we  will  find  answers,  but  of  course  it's  not  so 
simple.    We're  not  building  a  structure  from  a  known  blueprint.    Rather,  our  task 
is  to  decipher  the  complexities  of  the  inner  workings  of  the  human  body. 

One  of  the  important  issues  in  this  regard  is  the  need  to  look  at  both  the  big 
picture  and  the  small  picture,  that  is,  to  be  able  to  see  what  is  going  on  not  only 
within  the  molecule  and  the  cell,  but  also  in  whole  organisms,  both  human  and 
animal.   This  is  an  area  of  particular  concern  to  physiologists.    We  have  to  look 
at  cells  and  molecules  to  understand  biological  processes  precisely.   But  we  won't 
gain  the  benefit  of  these  new  insights  until  we  can  see  how  they  work  themselves 
out  in  whole  animals.    I  therefore  urge  you  to  keep  in  mind  the  importance  of  the 
integrative  science  of  physiology  to  the  fulfillment  of  NIH's  mission. 

The  APS  urges  this  Subcommittee  to  continue  its  efforts  to  keep  NIH  strong. 
The  public  deserves  to  get  the  most  out  of  its  investment  in  medical  research,  and 
the  best  assurance  we  can  give  that  scarce  federal  funds  will  support  the  research 
most  likely  to  lead  to  medical  progress  is  through  competitive  merit  review  based 
on  scientific  quality.     Therefore,  we  urge  you  to  have  NIH  make  its  resource 
allocation  decisions  as  much  as  possible  on  the  basis  of  scientific  opportunity. 

In  this  regard,  we  are  concerned  about  the  current  system  of  small  business 
setasides.   The  GAO  study  released  last  spring  showed  that  in  the  past  NIH  was 
forced  to  fund  Small  Business  Innovation  Research  (SBIR)  grants  rated  to  be  of 
much  lower  quality  than  other  research  proposals  because  of  the  setaside  required 
by  law.   In  fiscal  year  1997,  the  SBIR  setaside  is  scheduled  to  rise  automatically 
from  2%  to  2.5%  of  NIH's  extramural  research  budget. 

NIH  should  uphold  the  same  high  standards  of  quality  for  SBIR  grants  as  for  the 
ROl  grants  since  this  is  where  individual  scientists  seek  funding  for  their  best 
ideas.    The  APS  therefore  strongly  urges  you  to  relieve  NIH  of  the  obligation  to 
award  a  fixed  percentage  of  its  extramural  budget  for  SBIR  grants.    Rather,  NIH 
should  fund  only  those  SBIR  grants  that  meet  the  same  standard  of  scientific 
merit  as  investigator-initiated  research.    We  urge  you  to  use  your  authority  as 
stewards  of  the  federal  budget  to  safeguard  our  nation's  investment  in  NIH.   We 
therefore  recommend  that  you  insist  that  within  each  institute  the  pool  of  SBIR 
grants  funded  have  median  priority  scores  comparable  to  the  median  priority 
scores  of  the  pool  of  funded  ROl  grants.    If  there  are  not  enough  SBIR  grants  of 
this  caliber,  then  any  unspent  funds  from  the  setaside  should  revert  to  that 
institute's  ROl  grant  pool. 

In  closing,  we  urge  this  Subcommittee  once  again  to  persevere  with  your 
important  efforts  to  help  NIH  do  its  important  work. 
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STATEMENT  OF  JUDY  BASSO,  ON  BEHALF  OF  CHRONIC 
FATIGUE  SYNDROME  [CFS] 

Mr.  Chairman. 

I  am  writing  this  testimony  for  the  record  because  I  urge  an  increase  in  federal 
funding  for  research  about  Chronic  Fatigue  Syndrome,  or  CFS.  I  became  ill  in 
November,  1983.  I  was  diagnosed  almost  two  years  later  and  have  been  unable  to 
work  since  1984. 

My  story  is  typical  in  many  ways.  In  my  healthy  years,  I  taught  junior  high  math 
full  time.  I  was  active  in  professional,  community  and  social  organizations,  holding 
several  leadership  pxjsitions.  I  ran  40  miles  a  week,  played  f>ower  volleyball, 
racquetball  and  golf.  I  was  an  avid  cross-country  skier  and  loved  to  bike.  Although 
1  enjoyed  teaching.  I  desired  new  challenges  and  had  been  working  toward  a  career 
change  by  preparing  to  take  the  CPA  exam. 

Life  as  \  knew  it  changed  overnight.  At  the  age  of  36, 1  contracted  acute  infectious 
mononucleosis.  After  a  month  of  resting,  I  felt  better.  With  the  encouragement  of 
my  family  physician,  I  returned  to  work.  I  found  out  quickly  that  I  was  not  well. 
Trying  to  stay  on  the  job.  i  depleted  ten  years  of  accumulated  sick  days.  Ultimately, 
my  health  forced  me  to  I  stop  working.  Without  a  documentable  illness,  I  faced 
being  terminated  from  my  job.  Finally,  a  doctor  knowledgeable  about  CFS 
diagnosed  my  condition  and  supported  a  medical  leave  of  absence.  Almost  13  years 
later,  1  am  still  not  well  enough  to  return  to  work,  even  on  a  part-time  basis. 

This  illness  has  impacted  every  aspect  of  my  life.  I  am  too  ill  to  do  many  common 
activities  of  daily  life  on  a  regular  basis.  Although  I  am  on  a  limited  income  from 
disability  benefits.  I  must  pay  the  commercial  rate  for  many  necessities,  such  as 
grocery  delivery,  housecleaning  service  and  routine  home  repair  jobs.  I  cannot  do 
these  tasks  myself.  To  minimize  the  high  cost,  I  often  wait  longer  than  I  should 
before  hiring  someone.  I  believed  being  well-educated  would  ensure  some  degree 
of  financial  security.  CFS  has  robbed  me  of  both  that  and  my  independence. 

My  active  social  life  has  stopped.  I  can  no  longer  participate  in  sports  and  other  fun- 
filled  events.  Many  relationships  important  to  me  have  dissolved  because  a  once- 
common  bond  no  longer  exists.  My  contact  with  others  most  commonly  occurs 
during  phone  conversations  from  my  bed  or  the  couch.  Seeing  a  movie  with  a 
friend  or  spending  an  evening  at  a  restaurant  will  exhaust  me.  Even  with  the  best  of 
planning.  I  cannot  predict  in  advance  if  I  will  be  able  to  attend  social  gatherings. 
Enjoying  outings  is  virtually  impossible  because  I  feel  so  sick  during  them. 
Additionally,  even  minimal  activity  generally  worsens  my  symptoms  for  the  next 
few  days  or  weeks. 

I  feel  fortunate  to  be  among  the  people  with  CFS  who  have  participated  in  research 
programs  at  the  National  Institutes  of  Health.  Knowing  that  NIH  has  a  world-wide 
reputation  for  gold-standard  research.  I  persisted  in  applying  to  the  CFS  program 
here  until  they  were  enrolling  people  with  well-documented  acute  mono  at  the 
onset,  which  is  my  case  history.  I  have  taken  part  in  numerous  studies  and  feel 
there  have  been  many  rewards  for  my  participation. 

The  first  clear  benefit  I  experienced  was  validation  of  the  illness;  the  money  targeted 
to  CFS  research  meant  the  government  knew  it  was  a  serious  condition.  People  in 
my  life  who  questioned  the  reality  of  this  invisible,  pooriy  understood  illness  started 
to  change  their  attitude.  In  addition,  connecting  with  knowledgeable  researchers 
provided  me  an  excellent  opportunity  for  personal  education.  The  interest  and 
dedication  of  the  scientists  instilled  hope  that  better  days  are  ahead.  Social  workers, 
occupational  or  physical  therapists  and  other  health  professionals  involved  in  the 


program  provided  me  valuable  guidance  concerning  quality  of  life.  Although  my 
participation  has  not  yet  benefitted  me  directly  with  improved  health,  I  feel  good 
about  doing  something  constructive  to  advance  science  and  help  others  with  CFS. 

I  am  also  the  president  of  the  Chronic  Fatigue  Syndrome  Association  of  Minnesota. 
Despite  the  severe  limitations  I  endure  due  to  my  illness,  I  am  determined  to  help 
other  patients  by  volunteering  my  precious  energy  to  this  important  cause.  Much  of 
my  volunteer  work  is  accomplished  by  phone  while  I  rest  on  the  couch.  It  is 
important  to  me  to  make  a  contribution  to  society  no  matter  how  great  the  sacrifice  in 
terms  of  my  health.  Volunteering  is  also  a  valuable  coping  strategy  to  deal  with  the 
losses  in  my  life  due  to  CFS. 

1  also  am  honored  to  be  the  sole  patient  consultant  to  the  Department  of  Health  and 
Human  Services  Interagency  Coordinating  Committee  for  CFS.  Participation  on 
this  committee  has  given  me  a  renewed  appreciation  for  the  dedicated  efforts  by 
federal  government  employees  to  combat  CFS. 

As  you  know,  a  great  deal  of  progress  has  been  made  by  the  efforts  at  NIH  and  the 
Centers  for  Disease  Control  and  Prevention.  In  1985,  publication  of  a  NIH  study 
by  Dr.  Stephen  Straus  helped  to  bring  this  illness  to  the  attention  of  physicians.  In 
1988,  the  first  official  case  definition  of  CFS  was  published  under  the  direction  of 
the  CDC  moving  scientists  forward  in  the  effort  to  better  identify  cases.  Solid 
scientific  studies  from  these  agencies  have  lessened  the  skepticism  of  some  in  the 
medical  community.  Patient  education  and  public  understanding  of  CFS  has  been 
enhanced  through  the  distribution  of  reliable  literature  by  federal  government 
agencies.  I  speak  for  many  others  when  I  say  that  we  are  extremely  grateful  for 
these  accomplishments. 

However,  tremendous  frustration  is  felt  by  patients  and  physicians  because  relatively 
little  is  understood  about  CFS.  Moreover,  misinformation  is  widely  disseminated. 
Recently  unfounded  claims  that  CFS  is  a  contagious  brain  disorder,  that  the 
government  believes  it  is  a  psychological  illness,  is  not  appropriately  responding  and 
is  covering  up  an  epidemic,  have  appeared  in  the  media  This  has  caused  great 
distress  to  patients  and  their  families. 

Some  individuals  in  the  general  public  believe  this  outrageous  information.  They 
have  further  isolated  people  with  CFS  based  on  inappropriate  fear.  Until  causative 
agent  or  agents,  mode  of  transmission,  those  likely  to  be  at  risk,  genetic 
predisposition  and  other  factors  are  identified,  I  believe  this  situation  will  continue. 
I  feel  compelled  to  testify  so  that  the  valuable  work  of  qualified  scientists  can 
continue  and  be  expanded. 

The  amount  of  research  funding  by  the  government  must  be  increased  so  basic 
questions  about  CFS  can  be  answered  and  a  diagnostic  test  or  marker,  effective 
treatments  and  a  cure  can  be  found.    The  suffering,  serious  losses  to  society  and 
economic  drain  caused  by  this  disabling  condition  must  be  eradicated  as  soon  as 
possible.  On  behalf  of  the  people  with  CFS  in  Minnesota  and  across  the  nation,  I 
urge  a  heightened  response  to  these  needs  by  a  greater  allocation  of  federal  dollars. 

Please  extend  my  thank  you  to  each  member  of  the  Committee  for  an  ongoing 
commitment  to  improving  the  lives  of  people  affected  by  CFS. 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  FOR  CANCER 
RESEARCH,  INC. 

The  American  Association  for  Cancer  Research  (AACR)  is  pleased  to  submit 
public  witness  testimony  in  support  of  funding  for  the  National  Cancer  Institute 
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(NCI)  in  1997.  The  AACR  is  a  professional  society  consisting  of  over  11,500 
scientists  who  conduct  research  to  advance  our  knowledge  of  cancer  through 
laboratory,  clinical,  and  translational  research,  including  prevention  and  control 
programs.  A  substantial  proportion  of  our  members  is  directly  involved  in  the 
treatment  and  care  of  cancer  patients. 

First,  we  would  like  to  thank  you  the  Committee  for  its  efforts  in  securing 
a  significant  increase  for  the  National  Institutes  of  Health  (NIH)  and  the  NCI  for 
fiscal  year  1996.  The  AACR,  as  well  as  the  medical  research  community  at  large, 
is  fully  aware  that  this  committee  made  the  NIH  a  top  priority.  On  behalf  of  cancer 
researchers,  and  their  patients  and  families,  thank  you  for  your  support. 

The  AACR  is  disturbed  by  the  Administration's  fiscal  year  1997  budget 
request,  which  includes  an  increase  of  only  1.3%  for  NCI--about  one-third  the 
estimated  biomedical  research  inflation  rate.  The  proposed  increase  is  insufficient 
to  fund  the  promising  opportunities  that  exist  in  cancer  research.  Further,  we  are 
concerned  that  approximately  two-thirds  of  the  Administration's  proposed  increase 
for  NIH  is  designated  for  the  new  clinical  center.  We  respectfully  request  a  6.5% 
increase  for  the  NCI,  which  is  also  the  recommendation  of  the  National  Coalition 
for  Cancer  Research.  It  coincides  with  the  request  of  more  than  180  professional 
medical  and  scientific  societies,  patient  groups,  universities  and  medical  schools,  and 
other  organizations  dedicated  to  the  support  of  biomedical  research  as  members  of 
the  Ad  Hoc  Group  for  Biomedical  Research. 

The  priorities  of  the  AACR  for  fiscal  year  1997  include  (1)  the  need  to 
support  a  balanced  National  Cancer  Program,  including  a  strong  program  of  basic, 
untargeted  research  with  a  broad  foundation  of  investigator-initiated  research;  and 
(2)  the  need  for  increased  support  for  translational  research. 

Cancer  Incidence 

Cancer  remains  the  number  two  cause  of  death,  but  it  will  surpass  heart 
disease  by  the  end  of  the  decade  as  the  leading  cause  of  death.  The  reported  number 
of  cases  of  cancer  continues  to  increase  due  to  many  factors  including  an  aging 
population,  a  growing  population,  and  a  decline  in  other  major  diseases.  This  year, 
nearly  1.4  million  people  will  be  diagnosed  with  cancer,  including  184,300  women 
with  breast  cancer  and  more  than  200,000  men  with  prostate  cancer.  More  than 
550.000  people-1,500  every  day-will  die  from  cancer  this  year,  among  them 
44,300  women  with  breast  cancer  and  41 ,400  men  with  prostate  cancer.  One  of  five 
us  will  be  diagnosed  with  cancer  in  our  lifetimes,  and  one  of  three  of  us  who  are 
diagnosed  will  die  from  cancer. 

Research  Progress 

Although  there  is  much  yet  to  be  done,  progress  in  cancer  research  is  being 
made.  This  is  the  result  of  improvements  in  prevention,  early  diagnosis  and 
detection,  and  treatment.  There  has  been  considerable  progress,  especially  for 
children  and  adults  under  age  45.  The  overall  cancer  survival  rate  has  increased 
from  38%  twenty-five  years  ago  to  over  50%  today,  and  seven  million  men,  women, 
and  children  are  alive  today  as  a  result  of  this  progress.  While  the  cancer  mortality 
rate  has  increased  in  the  past  half-century,  most  of  this  is  due  to  lung  cancer.  When 
lung  cancer  deaths  are  excluded,  the  mortality  rate  declined  15%  between  1950  and 
1991. 
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For  certain  cancers,  the  progress  is  even  more  spectacular.    For  example: 

■''  The  survival  rate  for  testicular  cancer  among  young  men  is  over  90% . 

The  NCI  estimates  that  $56  million  in  testicular  cancer  research  over 
a  17-year  period  has  resulted  in  annual  savings  of  $166  million. 

*  Between  1960-62  and  1990-92,  the  death  rate  for  stomach  cancer 
declined  59%  in  men  and  63%  in  women;  the  death  rate  for  cervical 
cancer  declined  by  more  than  two-thirds;  and  the  death  rate  for 
Hodgkin's  disease  declined  by  70%  in  men  and  69%  in  women. 

*  Whereas  childhood  leukemia  once  had  a  death  rate  of  95%,  today 
73%  of  children  diagnosed  with  leukemia  survive. 

Further,  knowledge  gained  from  one  form  of  cancer  is  often  applicable  to  other 
forms  of  cancer;  for  example,  knowledge  obtained  from  bone  marrow  transplantation 
for  cancer  of  the  blood  cells  is  being  applied  to  the  treatment  of  solid  tumors. 

Exciting  breakthroughs  have  been  reported  just  within  the  last  two  years. 
The  discovery  of  the  BRCAl  breast  cancer  gene,  while  helping  only  a  small  number 
of  women  with  a  family  history  of  breast  cancer  due  to  a  genetic  defect-most  likely 
no  more  than  5%  of  all  breast  cancer  cases-holds  tremendous  promise  for  these 
women.  Women  who  inherit  a  mutated  version  of  the  gene  have  an  85%  chance  of 
getting  breast  cancer  in  their  lifetimes,  compared  to  a  13%  chance  of  women  with 
the  normal  gene.  Further,  these  women  have  a  higher  chance  of  getting  ovarian 
cancer.  By  monitoring  these  women  very  carefully,  we  are  in  a  position  to  detect 
and  treat  their  disease  early. 

Prostate  cancer  will  kill  an  estimated  40,000  men  this  year.  Last  year, 
researchers  identified  a  gene  that  suppresses  the  ability  of  prostate  cancer  cells  to 
metastasize  in  animals,  suggesting  that  this  decreased  activity  may  be  one  of  the 
factors  that  makes  some  prostate  cancers  lethal  by  allowing  them  to  contribute  to 
new  tumors.  (Note  that  while  many  localized  prostate  cancers  are  fiilly  treatable, 
prostate  cancers  that  spread  to  other  sites  are  almost  always  fatal.) 

Need  for  a  Balanced  Cancer  Research  Program 

The  AACR  supports  a  balanced  National  Cancer  Program  of  basic,  clinical, 
and  translational  research,  including  prevention  and  control  programs.  Steady 
support  for  these  mechanisms  is  critical,  as  sudden  shifts  in  support  from  one 
priority  area  to  another  would  delay  progress  in  cancer  research.  We  are  very 
pleased  with  the  Labor-HHS-Education  Committee's  emphasis  last  year  that  specific 
funding  decisions  be  left  to  the  discretion  of  scientists.  The  AACR  wholeheartedly 
agrees  that  for  maximal  research  productivity,  funding  decisions  must  be  made  by 
the  scientific  community  based  on  careful  peer  review.  We  urge  Congress  to 
provide  similar  discretion  this  year.  The  earmarking  of  funds  for  areas  of  specific 
interest  or  support  has  not  only  undermined  the  peer  review  system,  but  it  has  also 
impaired  the  ability  of  the  NCI  to  fund  the  best  and  most  exemplary  science. 
Earmarking  limits  the  Institute's  ability  to  respond  to  the  most  promising  research 
breakthroughs.  Creativity  is  stifled  as  applicants  fear  taking  risks  during  a  time  of 
insufficient  funding.  If  the  decision  is  made  to  fund  organ-  and  sex-specific 
research,  this  should  be  supported  only  if  additional  funds  are  provided. 
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Support  for  Basic  Research 

The  AACR  is  very  encouraged  by  NCI  Director  Dr.  Richard  Klausner's 
recent  decision  to  increase  the  number  of  investigator-initiated  grants  in  1996. 
Investigator-initiated  grants  and  other  research  project  grants  (RPGs)  are  at  the  core 
of  our  basic  research  efforts  and  are  a  major  catalyst  for  advances  in  cancer 
research.  Dr.  Klausner's  opportunity  to  provide  additional  investigator-initiated 
grants  is  the  result  not  only  of  the  healthy  funding  increase  provided  by  this 
Committee  for  1996,  but  also  the  flexibility  you  have  provided. 

Funding  additional  investigator-initiated  grants  will  provide  opportunities  for 
research  breakthroughs,  and  it  sends  a  positive  message  to  the  next  generation  of 
cancer  researchers.  All  too  often,  more  experienced  and  more  prominent  scientists 
are  successful  in  their  applications  for  grant  support,  while  younger  researchers  are 
turned  away.  Indeed,  the  extreme  difficulty  in  obtaining  a  grant,  even  for 
applications  that  fall  just  short  of  the  payline,  is  driving  young  scientists  away  from 
careers  jn  research.  According  to  a  1994  report  by  the  National  Research  Council, 
the  number  of  grant  applications  from  scientists  under  age  37  had  declined  54% 
between  1985  and  1993.  A  reduction  in  funding  is  very  harmful  for  young 
investigators.  Several  years  from  now,  when  the  more  senior  researchers  retire  and 
step  aside  for  the  younger  generation,  many  of  those  potential  research  leaders  will 
have  moved  on  to  other  fields  with  more  secure  career  opportunities. 

Translational  Research 

Progress  against  cancer  is  not  possible  without  a  strong  basic  research 
program.  However,  the  knowledge  gained  from  this  research  does  not  benefit  the 
cancer  patient  unless  it  can  be  "translated"  from  the  "bench  to  the  bedside."  Only 
through  the  federal  support  of  strong  translational  research  and  applied  (clinical) 
research  programs  will  researchers  have  the  skills  they  need  to  move  basic  research 
advances  to  benefit  the  cancer  patient. 

Cancer  in  Special  Populations 

Unformnately,  the  benefits  of  cancer  research  have  not  been  equally  realized 
by  certain  Americans,  such  as  minorities,  the  elderly,  the  poor,  and  rural  residents. 
For  example,  while  the  cancer  incidence  rate  for  African  Americans  in  1992  was 
10%  higher  than  for  Caucasians,  the  survival  rate  is  much  lower.  The  five-year 
survival  rate  for  African  Americans  diagnosed  with  cancer  from  1986  through  1991 
was  42%,  compared  to  58%  for  Caucasians.  Some  of  this  difference  is  attributable 
to  earlier  diagnosis  in  Whites,  which  can  result  from  better  access  to  health 
insurance,  better  access  to  transportation,  and  nutrition  and  dietary  differences, 
among  other  reasons.  The  AACR  urges  Congress  and  NCI  to  focus  on  the  needs 
of  these  special  populations  under  the  authority  of  the  Institute's  prevention  and 
control  activities 

Economic  Impact  of  Cancer 

Cancer  costs  for  treatment  and  screening  exceed  $104  billion  annually,  yet 
the  federal  investment  in  medical  research  represents  only  2%  of  this  amount. 

Cancer  research  also  provides  substantial  economic  spinoffs.  As  you  are 
aware,  approximately  85%  of  the  NCI  appropriation  is  invested  in  universities  and 
other  extramural  research  facilities  throughout  the  nation.  However,  other  economic 
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benefits  result  from  this  investment.  The  number  of  companies  involved  in  cancer 
drug  development  increased  from  49  in  1993  to  98  in  1995.  More  than  200  drugs 
are  in  development  by  approximately  100  pharmaceutical  companies  and  the  NCI. 
More  than  one  in  five  biotechnology  drugs  in  Phase  I,  II.  or  III  of  development  is 
a  cancer  drug. 

The  NIH  is  also  a  key  factor  behind  the  development  of  the  biotechnology 
industry  in  the  U.S.,  which  has  resulted  in  the  establishment  of  more  than  1.300 
biotechnology  firms  and  which  employed  103.000  workers  last  year.  The 
Department  of  Commerce  estimates  that  biotechnology  will  be  a  $50  billion  a  year 
industry  by  the  year  2000.  Employment  by  U.S.  pharmaceutical  firms  increased 
45%  in  Ihe  last  decade. 

Bypass  Budget 

The  AACR  supports  the  NCI's  FY  1997/98  Bypass  Budget,  The  Nation's 
Investment  in  Cancer  Research.  We  believe  that  it  is  a  well-considered, 
comprehensive  set  of  high-priority  objectives  and  allocation  of  available  funds,  and 
that  it  gives  appropriate  emphasis  to  the  work  and  accomplishments  of  the 
extramural  cancer  community.  Further,  its  clear  and  concise  format  is  presented  in 
a  manner  that  can  be  easily  understood  by  lay  readers. 

Conclusion 

Medical  research  and  innovation-made  possible  only  through  a  federal 
commitment  that  is  now  50  years  old-have  improved  the  quality  of  life  of  millions 
of  American  men,  women,  and  children.  However,  the  challenge  remains  to  find 
preventions,  treatments,  and  cures  for  those  who  continue  to  suffer  from  diseases 
and  disabilities.  Too  often,  our  leaders  and  our  citizens  take  medical  advances  for 
granted.  The  AACR  urges  this  Committee  and  Congress  to  continue  to  provide  an 
environment  that  will  enable  the  partnership  between  government,  academia,  and 
industry  to  prosper.  Only  then  will  the  United  States  maintain  its  position  as  the 
world  leader  in  medical  research  and  innovation,  and  only  then  will  we  be  able  to 
continue  to  improve  the  health  of  Americans. 


STATEMENT  OF  THE  AMERICAN  LUNG  ASSOCIATION  AND  THE 
AMERICAN  THORACIC  SOCIETY 

Mr  Chairman  and  Members  of  the  Subcommittee,  the  Amencan  Lung  Association  and  the  American 
Thoracic  Society  thank  you  for  the  opportunity  to  comment  on  funding  for  the  health  and  biomedical 
research  programs  included  in  the  FY  97  budget  We  appreaate  the  bi-partisan  support  that  you,  Mr. 
Chairman,  and  this  committee  have  shown  for  biomedical  research  programs 

While  concerned  specifically  about  research  related  to  the  prevention  and  control  of  lung  disease,  the 
ALA/ ATS  believes  that  medical  research  is  an  investment  critical  to  the  future  health  of  every  American. 
We  recognize  that  efiForts  to  reduce  the  deficit  and  gain  control  of  the  national  debt  will  require  careful 
consideration  of  the  merits  of  all  programs  As  the  Subcommittee  reviews  funding  options  for  the  National 
Institutes  of  Health  programs,  it  is  important  to  provide  panty  for  all  Institutes  relative  to  any  funding 
uicreases  The  recommendations  made  below  represent  our  best  estimate  of  the  resources  necessary  to 
adequately  maintain  the  scientific  integrity  of  these  programs  and  continue  them  at  the  level  of  funding 
pnority  demanded  by  the  magnitude  of  the  lung  disease 

SUMMARY  FUNDING  RECOMMENDATIONS  (in  millions) 

National  Institutes  of  Health  $13,000  0 
National  Heart,  Lung,  and  Blood  Institute  1 ,500  0 

National  Institute  of  Allergy  and  Infectious  Diseases  1,260  0 

National  Institute  for  Environmental  Health  Sciences  313  0 

Centers  for  Disease  Control  and  Prevention  $2,500  0 
National  Institute  for  Occupational  Safety  and  Health  1410 

Tuberculosis  Control  Programs  220.0 

Office  on  Smoking  and  Health  30.0 
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Research  Advances 

Recent  NIH-supported  biomedical  research  resulted  in  exciting  advances  in  combating  lung-related 
illnesses  Discoveries  just  last  year  are  providing  insights  into  the  molecular  basis  of  cystic  fibrosis 
Researchers  are  bridging  the  gap  to  a  better  understanding  of  the  cystic  fibrosis  transmembrane  conductant 
regulator,  or  CFTR,  the  protein  product  of  the  gene  causing  CF,  and  how  defects  in  the  CFTR  cause  the 
problems  associated  with  cystic  fibrosis 

Researchers  also  have  developed  a  surfactant  replacement  therapy  to  treat  many  of  the  40,000  newborns 
suffenng  from  Respiratory  Distress  Syndrome  (RDS)  each  year.  RDS  is  caused  by  a  defiaency  of  lung 
surfactant,  a  substance  that  lines  the  air  sacs  in  the  lungs  and  prevents  them  from  collapsing  Surfactant 
replacement  therapy  has  cut  the  RDS  mortality  rate  in  half 

Federally  supported  researchers  have  also  made  important  initial  discovenes  in  how  to  grow  lung  tissue 
NIH-flmded  scientists  have  found  that  admmistenng  retinoic  acid  (a  denvative  of  vitamin  A)  to  newborn 
laboratory  animals  mduces  the  formation  of  alveoli  or  airspaces  in  the  lung  This  discovery  may  help 
develop  therapies  to  stimulate  growth,  repair  or  preservation  of  functional  lung  tissues  Such  therapy  could 
revolutionize  the  treatment  of  infant  lung  disease  and  adult  disorders  such  as  emphysema 

Mr  Chairman,  these  are  but  a  few  of  the  many  recent  advances  that  researchers  have  made  in  the  fight 
against  lung  disease  Yet  despite  these  encouraging  discoveries,  the  magnitude  of  lung  disease  is  still  a 
cause  for  concern 


!  of  the  lung  constitute  a  devastating  and  growing  health  problem  in  the  United  States  Every  year, 
over  3 1 5.000  Americans  die  of  lung  disease  The  lung  disease  death  rate  mcreased  almost  20%  between 
1979  and  1 992  -  the  greatest  increase  among  the  top  five  leading  causes  of  death.  Nearly  twenty  nine 
million  Americans  live  with  chronic  lung  disease  everyday  They  sufiFer  from  emphysema,  chronic 
bronchitis,  asthma,  or  other  breathing  problems  that  require  long-term  regular,  medical  care  Many  major 
technological  breakthroughs  and  comprehensive  health  care  services  now  help  chronic  lung  disease  patients 
live  longer,  more  productive  lives  But  there  is  a  cost  Lung  disease  carries  an  enormous  price  tag,  costing 
the  US  economy  a  total  of  $61  2  billion  annually  -  $22  2  billion  in  direct  health  care  spending  and  another 
$39  0  biUion  for  mdirect  costs  mcludmg  lost  work  productivity    Research  can  help  us  cut  those  costs. 


The  comments  of  the  ALA/ ATS  will  focus  on  three  areas  of  concern: 

•  specific  flindmg  needs  withm  the  National  Heart,  Lung  and  Blood  Institute,  which  is  the 

pnmary  source  of  federal  funds  for  lung-related  research, 

•  research  and  education  initiatives  on  asthma, 

•  funding  needs  to  reestablish  control  over  tuberculosis,  and 

•  cntical  care  medicine 

THE  NATIONAL  HEART,  LUNG  AND  BLOOD  INSTITUTE: 

While,  the  Nation  Heart,  Lung  and  Blood  Institute  (NHLBI)  is  the  primary  source  of  lung  related  research 
funding,  the  Institute  conducts  research  on  disease  that  affects  a  wide  cross  section  of  Americans 

Disease  of  the  heart,  lung  and  blood  account  for  50%  of  all  deaths  in  the  Umted  States  Diseases  of  the  lung 
for  over  50%  of  all  deaths  of  infants  under  one-year  old.  Diseases  of  the  lung  cost  the  U.S.  economy  a  total 
of  $61 .2  billion  annually  ~  $22.2  billion  in  direct  health  care  spending  and  another  $39.0  billion  for  indirect 
costs  including  lost  work  productivity. 

The  Amencan  Lung  Assoaation  and  the  American  Thoracic  are  compelled  to  bring  to  the  attention  of  the 
Subcommittee  the  dispante  fundmg  history  of  the  NHLBI  Despite  high  quality  research  and  numerous 
breakthrough  discovenes  and  treatments,  funding  for  the  NHLBI  has  been  decUnning  relative  to  other 
Institutes  Since  1985,  NIH  received  a  constant  dollar  increase  of  31.3%  NHLBI  has  only  received  a  4.5% 
constant  dollar  increase  over  the  same  time  penod 

The  research  project  grant  remains  the  keystone  of  the  NHLBI  research  portfolio  Included  are  the 
Regular  Research  Grant,  New  Investigator  Award,  FIRST  Award,  MERIT  Award,  Program  Project  Grants 
and  Cooperative  Agreements  Major  problems  in  the  management  of  this  mechanism  are  the  lack  of 
funding  stability  for  investigators  and  new  opportunities  for  young  investigators.  In  constant  dollars,  funding 
has  fallen  below  FY  85  levels  with  a  success  rate  of  approximately  23.4%.  Fundmg  for  NHLBI  research 
grant  mechanisms  must  be  enhanced  to  support  ongoing  research  and  to  provide  new  research 
opportunities 
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Begun  in  1 97 1 ,  NHLBI  now  funds  69  Specialized  Centers  of  Research  or  SCORs  focused  on  1 3  areas  of 
research  The  Eh  vision  of  Lung  Ehseases  supports  27  centers  covering  six  areas  of  research  The  SCOR 
program  was  developed  to  advance  basic  knowledge  and  to  generate  the  most  effective  methods  of 
diagnosis,  management  and  prevention  of  disease  Funded  on  a  competitive  basis  for  5  years,  SCORs  are 
designed  to  encourage  the  concentration  of  research  resources,  facilities,  and  personnel  on  speafic  research 
issues  The  SCOR  program  continues  to  be  inadequately  funded  althou^  the  Institute,  by  legislative 
mandate,  has  inihated  additional  programs  funding  several  new  centers  in  the  same  penod  Further,  new 
center  grants,  on  average,  are  fimded  4%  to  7%  below  the  approved  funding  levels  while  new  research 
grants  are  funded  at  the  full  cost  The  ALA/ ATS  recommends  additional  funds  be  provided  for  the  Centers 
mechanism  to  restore  awards  to  their  approved  levels.  Additionally,  the  NIH  should  be  instructed  to 
explore  steps  to  stabilize  funding  for  this  mechanism  and  re-estabbsh  program  balance 

The  Education  Programs  of  the  Institute  are  vital  for  improving  patient  care  and  education  The  NHLBI 
initiated  the  Natonal  Asthma  Education  and  Prevention  Program  (N  AEPP)  in  1 989  to  raise  awareness  that 
asthma  is  a  senous  chronic  disease  and  to  promote  more  effective  management  of  asthma  throu^  patient 
and  professional  education  The  NAEPP  Coordinating  Committee  represents  various  national  medical, 
public  health,  voluntary  and  government  organizations,  including  the  ALA  and  ATS  The  Institute  has 
completed  several  key  NAEPP  activities,  including  the  release  of  its  first  report  in  1991,  Guidriines  for  the 
Diagnosis  and  Treatment  of  Asthma  A  revised  guideline  document  is  expected  later  this  year  These 
gxudelines  were  developed  to  provide  physicians  and  other  health  care  providers  with  state-of-the-art 
consensus  guidelines  for  the  diagnosis  and  treatmait  of  asthma  The  Institute  also  recently  published 
Asthma  Management  in  Minonty  Children  to  provide  information  to  health  care  providers  serving  minority 
children  with  asthma  Additional  fimds  must  be  provided  through  the  Research  Management  and  Support 
line  to  mamtam  and  enliance  these  cruaal  ongoing  educational  opportunities 

RESEARCH  AND  EDUCATION  INITIATIVES  ON  ASTHMA: 

Today,  an  estimated  13  million  suffer  from  asthma  Asthma  leads  the  list  of  childhood  diseases  causing 
significant  lost  school  days-over  10  million  annually  Overall  direct  and  indirect  costs  from  asthma  are 
estimated  to  exceed  $9  5  billion  annually  Research  on  the  mechanisms  mvolved  in  the  pathogenesis, 
diagnosis,  treatment  and  prevention  of  asthma  is  critical  to  reducing  the  morbidity  and  mortality  from  this 
growing  health  problem 

The  Amencan  Lung  Association  and  the  Amencan  Thoracic  Soaety  believes  that  a  cure  for  asthma  is  a 
realistic  goal  Recent  discoveries  on  the  molecular  and  genetic  mechanisms  of  asthma  are  approaching 
cntical  mass  Within  the  foreseeable  future,  we  expect  to  fully  describe  the  unique  combination  of  genetic 
and  en\nronmental  factors  that  will  help  us  to  successfully  address  questions  of  prevention  and  cure  for 
asthma  To  reach  this  goal  the  Amencan  Lung  Association  and  the  Amencan  Thoracic  Soaety  have 
pledged  to  raise  $25  million  over  five  years  to  promote  this  research 

The  National  Institutes  of  Health  support  a  broad  rangeof  asthma  research  activity,  both  basic  and  clinical 
research,  and  education  programs  specifically  within  the  NHLBI  and  the  National  Institute  for  Allergy  and 
Infectous  Diseases  (NTAID)  Clinical  research  activities  mclude  the  NHLBFs  SCOR  program  m  Chronic 
Airways  Diseases,  which  is  directed  at  the  pathogenesis  of  airway  reactivity  in  children  and  adults  with 
asthma.  NHLBFs  Childhood  Asthma  Management  Program,  which  is  evaluating  three  long-term  therapies 
for  asthma  in  children,  NIAID's  network  of  Asthma  and  Allergic  Disease  Research  Centers  specifically 
directed  at  improving  the  diagnosis,  treatmait  and  prevention  of  asthma,  and  NIAID's  National  Cooperative 
Inner-City  Asthma  Study  designed  to  identify  those  factors  leading  to  increased  morbidity  and  mortality  in 
the  mner-aty  mmonty  population  Early  data  fi-om  the  Inner-City  Asthma  Study  show  a  sigmficant 
reduction  in  hospital  costs  for  study  population  The  NHLBI,  the  NIAID  and  the  National  Institute  for 
Environmental  Health  Saences  are  jointly  ftmding  research  to  determine  the  relationship  between  exposure 
to  environmental  pollutants  and  allergens  and  the  induction  and/or  exacerbation  of  asthma  Despite 
advances  made  to  date  in  understandmg  the  etiology  and  pathophysiology  of  asthma  and  development  of 
new  therapeutic  approaches,  the  prevalence  of  asthma  have  significantly  increased  over  the  past  decade. 
To  address  this  growing  problem,  the  NHLBI  recently  established  an  Asthma  Clinical  Research  Network 
This  Network  has  been  organized  to  faabtate  rapid  evaluation  of  new  therapeutic  approaches,  assess 
current  treatment  strategies  and  effiaently  disseminate  laboratory  and  climcal  findmgs  to  the  health  care 
community 

These  initiatives  have  established  an  invaluable  information  base  on  the  complex  biological  mechanisms 
underlying  asthma  Continued  support  of  such  efforts  will  provide  information  critical  to  the  effective 
treatment  and  management  of  asthma  and,  eventually,  the  prevention  of  morbidity  and  mortality  due  to 
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asthma  Additional  research  resources  are  necessary  if  we  are  to  properly  attack  the  many  health  care 
problems  posed  by  asthma  For  example,  the  NHLBI  Childhood  Asthma  Management  Program  should  be 
expanded  to  study  optimal  therapies  for  tfie  adult,  including  therapies  for  adult  onset  of  asthma  Additional 
research  efforts  are  also  necessary  to  better  understand  asthma  in  females.  In  approximately  one-third  of 
women,  for  example,  asthma  becomes  worse  during  pregnancy  Since  poorly  controlled  asthma  has  been 
shown  to  have  an  adverse  effect  on  the  fetus,  use  of  drugs  for  optimal  management  has  been  considered 
justified  However,  their  safety  has  not  been  unequivocally  proven  The  NHLBI  has  developed  a  new 
initiative  to  study  asthma  during  pregnancy  The  initiative  will  utilize  the  1 1  obstetric  centers  comprising 
the  National  Institute  of  Child  Health  and  Human  Development's  Maternal-Fetal  Mediane  Unit  Network 
to  evaluate  the  relationships  between  asthma  seventy  and  treatment  regimens  and  perinatal  outcomes. 

TUBERCULOSIS  RESEARCH  AND  CONTROL  INFTLVTIVES: 

Althou^  tuberculosis  is  a  preventable  and  curable  disease,  it  still  persists  as  a  public  health  problem  in  the 
United  States  You  have  no  doubt  heard  of  the  resurgence  of  tuberculosis  After  years  of  declining  case 
rates,  the  number  of  reported  cases  in  the  United  States  rose  by  over  20%  in  just  seven  years-from  22,201 
reported  cases  in  1985  to  25,287  reported  cases  in  1993.  Even  more  disturbmg  is  the  development  of 
multi-drug  resistant  TB  or  MDR-TB  MDR-TB  is  a  sh-am  of  the  tuberculosis  bacterium  that  has  developed 
a  resistance  to  the  drugs  used  to  ti-eat  TB  In  the  US,  strains  of  MDR-TB  are  resistant  to  as  many  as  seven 
drugs 

The  Project  Grants  for  Preventive  Healtfi  Projects  for  Tuberculosis,  administered  by  the  Centers  for  Disease 
Control  and  Prevention,  demonstrate,  after  a  decade  of  concerted  effort,  that  to  reestabUsh  and  maintain 
control  of  tuberculosis,  a  strong  centralized  program  is  critical  The  loss  of  momentum  m  the  1 980s  resulted 
in  over  63,000  more  cases  of  tuberculosis  than  would  have  been  expected  had  funding  for  tuberculosis 
control  programs  not  been  reduced  Tuberculosis  costs  this  nation  annually  $693  million  in  direct  health 
care  expenditures  and  $305  million  in  indirect  costs 

Recent  investment  in  TB  control  programs  are  beginning  to  pay  off  Although  TB  rates  in  some 
communities  continues  to  cbmb,  several  cities  that  saw  TB  cases  mcrease  dunng  the  1980s  are  just  now 
begmnmg  to  see  consecutive  years  of  decliiung  TB  rates  It  is  expected  that  m  Mardi,  the  Centers  for 
Disease  Control  and  Prevention  will  announce  that  nationally,  the  rates  are  continuing  to  decline  sli^tly. 
This  good  news  is  a  direct  result  of  efforts  by  the  CDC  and  public  health  officials  The  Committee  should 
continue  to  provide  funding  for  TB  programs  until  the  disease  is  brought  under  control  Preventive  Health 
Projects  for  Tuberculosis  should  be  continued  m  FY  97  and  funded  at  the  recommended  level  of  $220 
miUion. 

There  are  several  steps  that  should  be  taken  to  maintain  the  current  dechne  in  TB  rates.  The  first  step  must 
be  expansion  of  existing  prevention  and  control  methods.  Tuberculosis  is  successfully  prevented  and 
controlled  by  a  variety  of  public  health  methods  The  Amencan  Thoraac  Soaety  and  the  CDC  revised  a 
joint  statement.  The  Control  of  Tuberculosis  m  the  United  States  that  provides  guidance  for  estabUshing 
tuberculosis  control  activity  It  is  intended  for  use  by  persons  working  in  tuberculosis  control  programs  and 
related  programs  in  such  sites  as  correctional  facilities  and  homeless  shelters. 

To  combat  TB  in  the  US  and  elimmate  tuberculosis  worldwide  will  require  far  more  than  just  intensified 
and  widespread  use  of  existing  prevention  and  control  metfiods  It  will  also  require  the  development  of  new 
drugs  to  treat  MDR-TB  It  will  require  new  diagnostic  and  prevention  technologies,  and  the  rapid 
transmission  of  newly  developed  technologies  to  the  field 

Federal  support  for  tuberculosis  research  is  concentrated  within  the  National  Institute  for  Allergy  and 
Infectious  Diseases  The  overall  support  within  this  Institute  for  research  specific  to  M  tuberculosis  has 
increased  form  $323,000  in  FY  79  to  $35  6  m  FY  96  NIAID  has  developed  an  agenda  to  mtensify 
tuberculosis  research  efforts  including  improvement  of  existing  diagnostic  tests  which  are  not  reliable  in 
individuals  with  HTV  infection,  development  of  an  effective  vacone  to  protect  those  at  risk  of  infection  and 
identification  of  more  effective  ti-eatments  for  those  already  infected 

While  tuberculosis  research  activity  supported  by  these  funds  is  concentrated  at  NIAID,  NHLBI  also  has 
ongoing  research  activity  related  to  tuberculosis  including  its  Tuberculosis  Academic  Award  Tuberculosis 
research  activity  requires  increased  funding  and,  more  importantly,  stable  funding.  The  ALA/ATS 
recommends  that  $90  million  be  made  available  in  FY  97  for  tuberculosis  research  activity 
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CRITICAL  CARE  MEDICINE 

Critical  care  medicine  is  a  multidiscplinary  treatment  approach  that  involves  such  specialities  as 
anesthesiology,  internal  medicine,  pediatncs  and  surgery  and  is  usually  practiced  m  the  hospital  intensive 
care  urut  (ICU)  Mr  Chairman,  noting  that  critical  care  medicme  accounted  for  28%  of  total  acute  care 
hospital  costs,  m  1 993  this  committee  directed  the  NHLBI  to  support  research  to  enhance  effective  practices 
and  treatments  in  critical  care  medicine  In  1 994  the  NHLBI  Task  Force  on  Research  in  Cardiopulmonary 
Dysfunction  and  Critical  Care  Medicine  released  a  report  on  cntical  care  medicine,  including 
recommendations  on  trainuig  and  basic,  cbnical,  and  epidemiological  research  on  cntical  care  medicine. 
The  Amencan  Lung  Association  and  the  American  Thoracic  Society  urge  the  committee  to  continue  its 
support  for  research  m  critical  care  medicine 

In  conclusion,  Mr  Chairman,  lung  disease  is  a  growing  problem  in  the  United  States  It  is  America's 
number  three  killer,  responsible  for  one  in  seven  deaths  That  rank  may  change  for  the  worse  The  lung 
disease  death  rate  is  climbing  steeply  while  rates  for  America's  first-and  second-ranked  causes  of  death- 
heart  disease  and  cancer  --are  dropping  Overall,  lung  diseases  and  breathing  problems  constitute  the 
number  one  killer  of  babies  under  the  age  of  one  year  Worldwide,  TB  kills  3  million  people  each  year, 
more  people  than  any  other  smgle  infectious  agent.  Mr  Chairman,  the  level  of  support  this  committee 
approves  for  lung  disease  should  reflect  this  urgency. 


STATEMENT  OF  THE  AMERICAN  PSYCHIATRIC  ASSOCIATION 

The  American  Psychiatric  Association  (APA),  a  medical  specialty  society  representing 
more  than  41,000  psychiatrists  nationwide,  herein  presents  recommendations  regarding  the  Fiscal 
Year  1997  appropriations  for  the  National  Institute  of  Mental  Health  (NIMH),  the  National 
Institute  on  Drug  Abuse  (NIDA),  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism 
(NIAAA),  and  the  Center  for  Mental  Health  Services  (CMHS),  the  latter  at  the  Substance  Abuse 
and  Mental  Health  Services  Administration  (SAMHSA).  This  testimony  is  presented  also  on 
behalf  of  the  American  Association  of  Chairmen  of  Departments  of  Psychiatry  and  the  American 
Association  of  Directors  of  Psychiatric  Residency  Training.  The  APA  would  also  like  to 
associate  its  statement  with  those  of  the  Ad  Hoc  Group  for  Medical  Research  Funding  and  the 
Mental  Health  Liaison  Group. 

Mental  illness  and  substance  abuse  are  among  the  most  widespread,  destructive  and 
costly  public  health  problems  confronting  our  nation.    Over  50  million  adults  in  the  United 
States  suffer  from  mental  disorders  or  drug  and  alcohol  addictions.  Our  nation's  direct  medical 
care  costs  and  indirect  costs  from  alcohol,  drug  dependence,  and  mental  illnesses  totaled  more 
than  $313  billion  in  1990.  While  estimates  of  the  number  of  afflicted  individuals  and  the 
economic  costs  to  society  are  awesome  enough,  such  figures  cannot  convey  the  human  toll  of 
these  disorders  on  both  the  victims  and  their  families.  These  people  struggle  daily  with  severely 
disrupted  lives  and  with  the  personal  and  social  costs  of  their  disorders.    Not  so  long  ago,  people 
thought  mental  illnesses  like  schizophrenia,  manic-depressive  illness,  and  depression  were 
considered  to  be  due  to  "moral  failure"  of  the  individual.  But  fifty  years  ago,  when  President 
Harry  Truman  signed  into  law  the  National  Mental  Health  Act,  he  opened  the  way  for  a 
revolution  in  our  understanding  of  mental  illness. 

In  the  past  five  decades,  research  supported  by  the  National  Institute  of  Mental  Health  has 
defined  the  core  symptoms  of  the  severe  mental  illnesses,  including  schizophrenia,  manic 
depressive  illness,  and  major  depression.  Research  has  shown  that  these  and  other  mental 
illnesses  involve  specific  brain  dysfunctions;  and  research  has  contributed  directly  to  developing 
an  array  of  effective  treatments,  including  both  medications  and  specific  psychotherapies.  The 
development  of  new  major  classes  of  psychotherapeutic  drugs  -  antipsychotics,  antidepressants 
(including  lithium),  and  anti-anxiety  medications  -  have  profoundly  altered  the  lives  of  mentally 
ill  people.  Through  long-term  treatment  with  appropriate  medications,  many  patients  now  can 
effectively  control  their  illnesses  and  lead  stable,  essentially  normal  lives.  In  addition,  the 
discovery  that  psychotherapeutic  medications  are  effective  provided  proof  that  mental  illnesses 
are  biologically  based  --  not  a  consequence  of  moral  failure  -  and  greatly  lessened  the  stigma 
associated  with  these  conditions. 
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NIMH  research  has  contributed  significantly  to  the  discovery,  development,  improvement 
and  clinical  use  of  psychotherapeutic  drugs.  The  knowledge  developed  through  this  research  has, 
in  turn,  provided  an  increased  understanding  of  the  causes  of  mental  illness.  Collaboration 
between  NIMH  researchers  and  the  pharmaceutical  industry  often  resulted  in  a  discovery  that  a 
drug  developed  by  industry  for  another  use  had  unsuspected  efficacy  against  a  mental  disorder. 
For  example,  a  drug  developed  in  the  1950's  as  an  antihistamine  (chlorpromazine)  was  found  to 
be  the  first  effective  antipsychotic:  another  compound  synthesized,  but  not  used,  by  a  drug 
company  was  found  to  be  valuable  as  an  antidepressant  (imipramine);  and  lithium  salts  were 
used  for  a  wide  variety  of  medical  conditions  long  before  they  were  found  to  be  a  valuable 
treatment  for  manic-depressive  illness  (bipolar  disorder).  Such  early  discoveries  by  psychiatric 
researchers  stimulated  the  pharmaceutical  industry  to  search  for  other  psychotherapeutic  drugs. 

Lithium  treatment  has  freed  many  individuals  with  manic-depressive  illness  from  months 
or  years  of  hospitalization.  Before  the  introduction  of  lithium,  people  with  manic  depressive 
illness  experienced  severe  disruptions  of  their  lives  and  marked  losses  of  productive  capacity; 
they  frequently  committed  suicide.  Although  many  people  with  this  illness  remain  untreated 
today,  those  patients  treated  with  lithium  usually  respond  well  and  live  greatly  improved  lives. 
Lithium  therapy  has  saved  the  U.S.  economy  more  than  $145  billion  since  1970.  NIMH  clinical 
research  played  a  large  role  in  establishing  the  effectiveness  and  treatment  conditions  for  lithium 
therapy;  this  role  was  particularly  important  because  lithium  is  an  inexpensive,  non-patentable 
medication  -  hence  not  commercially  attractive. 

For  some  people  with  manic-depressive  illness,  lithium  treatment  does  not  work  at  all,  or 
lithium  may  lose  its  effectiveness  due  to  the  development  of  tolerance  or  treatment  interruptions. 
Recent  NIMH  clinical  research  has  shown  that  two  other  drugs  that  were  originally  developed  as 
anticonvulsants,  carbamazepine  and  valproate,  are  effective  for  some  manic-depressive  patients 
who  do  not  respond  well  to  lithium.  NIMH  research  aims  to  increase  the  treatment  options  for 
manic  depressive  illness  and  to  learn  how  to  target  different  drug  therapies  to  the  needs  of 
individual  patients. 

The  introduction  of  the  unique,  "atypical"  antipsychotic  drug  -  clozapine  --  has 
dramatically  helped  thousands  of  patients  with  schizophrenia  to  leave  mental  hospitals,  and  in 
some  cases,  to  return  to  school,  hold  a  job,  and  live  independently.  NIMH  research  on  the  basic 
biology  of  clozapine's  action  has  built  the  foundation  for  understanding  how  this  drug  works  in 
the  brain.  Clozapine  saves  an  average  of  $23,000  per  patient  annually.  This  translates  into  a 
total  savings  of  approximately  $1.4  billion  each  year;  the  savings  are  realized  primarily  through 
the  reduction  in  the  need  for  hospitalization. 

NIMH  sponsored  research  findings  support  proposals  to  reduce  frequency  of  blood 
monitoring  in  clozapine-treated  patients,  particularly  after  the  first  six  months  of  treatment. 
Reducing  the  blood  monitoring  from  weekly  to  monthly  (as  is  now  done  in  Europe)  would  save 
75%  of  the  cost  of  safety  monitoring,  approximately  $5,000  per  year  per  patient,  resulting  in 
cumulative  savings  of  $225  million  per  year  in  the  United  States  based  upon  the  60,000  patients 
currently  receiving  clozapine.  This  reduced  blood  monitoring  wold  also  increase  the  number  of 
potential  patients  using  the  drug,  some  of  whom  currently  avoid  the  treatment  due  to  the  weekly 
drawing  of  blood. 

Addictive  disorders  are  among  the  most  destructive  and  costly  domestic  problems  our 
country  faces,  with  devastating  effects  on  both  the  individual  user  and  society  as  a  whole. 
Overall,  the  cost  of  drug  and  alcohol  dependence  to  American  society  exceeds  $166  billion 
annually.  Recent  years  have  seen  frightening  shifts  in  the  nature  of  drug  problems,  as  cocaine 
and  crack  surpassed  heroin  in  use  and  as  many  women  joined  the  population  of  male  addicts. 
The  country  is  undergoing  an  unprecedented  crime  and  homicide  wave  associated  with  drug 
trafficking  in  cocaine.    Drug  addiction  is  a  treatable  disease  of  the  brain  expressed  in  behavior. 
The  National  Institute  on  Drug  Abuse's  top  priority  is  the  development  of  an  anti-cocaine  agent. 


543 


Researchers  funded  by  NIDA  have  successfully  immunized  rats  against  the 
psychostimulant  effects  of  cocaine  and  opened  up  the  possibility  of  developing  a  vaccination 
against  cocaine  addition.  These  results  are  an  exciting  breakthrough  in  NIDA's  efforts  to 
develop  a  medication  for  the  treatment  of  cocaine  addiction  and  they  offer  the  scientific  and 
medical  fields  a  promising  new  direction  in  the  search  for  a  safe  means  of  blocking  the  damaging 
effects  of  crack  and  cocaine. 

Reports  of  current  illicit  drug  use  by  high  school  seniors  jumped  an  alarming  20%  in 
1994  from  18.3%  to  21.9%.  A  recent  NIDA  study  has  shown  that  tetrahydrocannabinol  (THC) 
the  active  ingredient  in  marijuana  can  produce  addiction.  Addiction  can  be  experimentally 
demonstrated  when  a  drug  is  either  abruptly  withdrawn  or  a  blocker  is  administered.  In  this 
study,  rats  were  treated  with  THC  for  several  days  and  then  given  a  THC  blocker  to  precipitate 
withdrawal.  After  the  administration  of  a  THC  blocker,  rats  displayed  pronounced  withdrawal 
symptoms  typical  of  those  seen  with  withdrawal  from  other  drugs,  indicating  an  addiction  to 
THC.  The  availability  oC  a  functional  experimental  model  for  cannabis  dependence  allows  for 
the  systematic  study  of  the  consequences  of  chronic  exposure  to  cannabinoids  and  for  the 
development  of  treatment  strategies  for  individuals  who  become  compulsive  cannabis  users. 

As  a  direct  result  of  the  Nation's  investment  in  over  20  years  of  basic  and  clinical 
research  in  drug  abuse  and  addiction,  the  health  care  system  currently  has  a  number  of  effective 
treatments  for  addiction  that  are  cost  effective  and  save  lives.  Several  conservative  estimates 
show  that  for  every  $1  invested  in  addiction  treatment  programs,  there  is  a  return  of  between  $4 
and  $7  in  reduced  drug-related  crime,  criminal  justice  costs,  and  theft  alone.  When  savings 
related  to  health  care  are  included,  total  savings  can  exceed  costs  by  a  ratio  of  12  to  1. 

In  a  study  published  in  1994  by  the  RAND  Corporation,  a  comparison  was  made  of  how 
cost  effective  various  drug  supply  reduction  and  drug  treatment  programs  would  be  in  achieving 
a  1%  reduction  in  cocaine  consumption.  This  study  demonstrated  that  drug  treatment  was  7-  23 
times  more  cost  effective  than  criminal  justice  programs.  In  a  subsequent  report,  the  California 
Drug  and  Alcohol  Treatment  Assessment  (CALDATA)  study  showed  that  addiction  treatment  is 
very  cost  beneficial  for  taxpayers  with  a  cost  benefit  of  approximately  $7  return  for  every  dollar 
invested. 

As  a  substance  that  is  both  legal  and  culturally  accepted  in  our  society,  the  health, 
behavioral,  and  social  problems  that  are  associated  with  misuse  of  alcohol  are  markedly  different 
from  those  associated  with  illicit  drugs.    Alcohol  dependence,  characterized  by  chronic  and 
heavy  drinking,  produces  such  medical  consequences  as  liver  disease  and  pancreatitis  and 
contributes  to  cardiovascular  disorders,  certain  cancers,  and  immune,  endocrine,  and 
reproductive  system  illness.  Alcohol  is  a  teratogen  capable  of  inducing  congenital  defects, 
growth  retardation,  learning  disabilities,  and  other  disorders.  The  National  Institute  on  Alcohol 
Abuse  and  Alcoholism  established  that  Fetal  Alcohol  Syndrome  is  caused  by  alcohol  per  se, 
galvanizing  efforts  to  alert  women  and  the  medical  community  to  the  dangers  of  drinking  during 
pregnancy. 

While  a  number  of  therapies  have  had  varying  degrees  of  success,  no  single  treatment  has 
been  shown  to  be  effective  for  all  persons  with  alcohol  problems.  Investigators  sponsored  by  the 
National  Institute  on  Alcohol  Abuse  and  Alcoholism  are  searching  the  entire  human  genome  for 
genetic  markers  which  are  linked  with  alcoholism.  In  the  process  of  this  search,  they  will  be  able 
to  test  rigorously  the  involvement  of  a  number  of  genes  hypothesized  to  contribute  to  the 
susceptibility  to  alcoholism  and  perhaps  discover  contributions  from  other  genes  not  yet 
suspected  of  involvement  with  alcoholism.  This  major  multidiciplinary  collaborative  research 
study  involving  six  research  institutions  across  the  country  (one  each  in  New  York,  Connecticut, 
Missouri.  Indiana,  Iowa,  and  California)  will  include  literally  thousands  of  individuals  (cell  lines 
from  2,344  individuals  belonging  to  269  families).    It  is  hoped  that  we  will  be  able,  eventually, 
to  detect  the  disease  before  its  damage  becomes  irreversible. 
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The  APA  proposes  that  the  research  budgets  for  the  NIMH,  NIDA,  and  NIAAA  be 
increased  to  a  level  minimally  appropriate  to  the  quality  of  the  science  which  merits  support,  as 
follows:  $711  million  for  NIMH;  $501  million  for  NIDA;  and  $216  million  for  NIAAA.  These 
recommendations  include  critical  research  training  and  research  management  and  support 
activities,  as  well  as  support  for  AIDS  research.  These  recommended  budgets  would  allow  the 
institutes  to  support  high  quality  research  project  grant  applications  at  rates  that  will  not 
discourage  excellent  investigators  even  from  applying  for  assistance. 

Mental  health  services  programs  are  now  administered  by  the  Center  for  Mental  Health 
Services  (CMHS)  at  the  Substance  Abuse  and  Mental  Health  Services  Administration 
(SAMHSA).  Congress  has  called  on  CMHS  for  a  vigorous  federal  leadership  role  in  mental 
health  services  delivery  and  policy  development.  One  of  the  most  successful  programs  at  CMHS 
is  the  Children's  Mental  Health  Services  Program.  As  you  know,  the  program  authorizes  grants 
to  states  and  communities  to  stimulate  the  development  of  interagency  systems  of  care  for 
children  and  adolescents  with  mental,  emotional  or  behavioral  disorders.  The  philosophy  of  the 
program  is  child-centered,  with  requirements  for  individualized  services  (sometimes  known  as 
wrap-around  services),  and  on  services  which  support  families  to  care  for  very  sick  youngsters  at 
home.  We  recommend  a  funding  level  of  $80  million. 

We  also  present  for  your  consideration  the  following  funding  recommendations: 

$5.4  million  for  Clinical  Training  at  the  SAMHSA  Center  for  Mental  Health  Services  to  better 
ensure  the  placement  of  personnel  in  shortage  areas  and  in  public  facilities  and  to  improve  the 
quality  of  training  provided  to  mental  health.  The  Clinical  Training  Program  at  CMHS  includes 
the  Minority  Fellowship  Program.  Congress  requires  that  clinical  trainees  who  receive  stipends 
pay  back  one  month  of  service  for  each  month  of  support,  except  for  programs  lasting  fewer  than 
180  days.  According  to  the  June  18,  SAMHSA  1993  Report  to  Congress,  93  percent  of  the 
trainees  who  have  completed  their  training  have  either  completed  or  are  doing  their  payback 
service. 

$450.0  million  for  the  BlQckJGraiits_fQn_Commuiiit)LMentaLHfialtliSeryices  program  for 
SAMHSA's  Center  for  Mental  Health  Services.  Services  offered  under  the  block  grant  are 
provided  through  community  mental  health  agencies,  child  mental  health  programs,  and 
psychosocial  rehabilitation  programs,  to  name  but  a  few.  States  are  allowed  to  utilize  block  grant 
dollars  for  a  range  of  critical  services  for  people  with  serious  mental  illnesses  including 
community-based  treatment,  case  management,  homeless  outreach,  juvemile  services  and  rural 
mental  health  services. 

We  also  offer  the  following  recommendations  for  your  consideration:  $24.0  million  for  the 
SAMHSA  Center  for  Mental  Health  Services  Community  Support  Program  and 
Child/ Adolescent  Services  System  Program  (CAP/CASSP);  $1.0  million  for  the  SAMHSA 
Center  for  Mental  Health  Services  Prevention  initiatives;  $21.2  million  for  the  SAMHSA 
Center  for  Mental  Health  Services  "Access"  Homeless  Demonstration  programs  and  32.3 
million  for  the  SAMHSA  Center  for  Mental  Health  Services  PATH  Homeless  State  Grant 
Program:  $80.0  million  for  the  SAMHSA  Center  for  Mental  Health  Services  Children's  and 
Communities'  Mental  Health  Systems  Improvement  Program;    $1.4  million  for  the 
SAMHSA  Center  for  Mental  Health  Services  AIDS  Mental  Health  Demonstrations  Program; 
$17.6  million  for  Direct  Operations.  ^ 

STATEMENT  OF  THE  NATIONAL  ALOPECIA  AREATA 
FOUNDATION 

Chairman  Specter  and  members  of  the  subcommittee,  the  National  Alopecia  Areata 
Foundation  (NAAF)  is  pleased  to  have  this  opportunity,  as  you  consider  funding  for  the 
National  Institute  of  Arthritis,  Musculoskeletal  and  Skin  Diseases  for  FY  97,  to  bring  to  your 
attention  to  issues  related  to  fmding  the  cause  and  cure  for  Alopecia  Areata. 
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Alopcci.-i  areata  is  a  disease  wliicli  strikes  two  percent  of  the  population  with  an  unexplained 
loss  of  hair.  For  some,  it  is  a  small  patch.  For  others,  it  is  the  loss  of  every  hair  on  their 
body.  From  what  we  known,  it  strikes  most  between  the  ages  of  5  and  9  and  can  reoccur 
several  times.  Alopecia  areata  knows  no  ethnic  or  socio-economic  boundary  and  is  different 
from  male-pattern  baldness  and  hair  loss  due  to  other  diseases. 

Hair  provides  the  body  with  the  ability  to  move  with  little  friction  on  the  body.  On  the  eyes, 
it  provides  protection  from  dust.  On  the  head,  protection  from  the  sun  and  the  elements. 
Hair,  while  important  as  a  physiological  structure,  also  has  an  important  psychological 
function  as  well.  Many  people  equate  beauty  and  hair.  Some  see  hair  as  a  critical  part  of  their 
social  identities. 

The  reaction  of  people  with  alopecia  areata  is  a  function  of  their  age.  For  a  five  year  old  child 
the  impact  can  be  that  they  simply  notice  their  hair  is  falling  out.  By  the  age  of  eight,  their 
peers  notice  they  are  different.  We  have  heard  reports  from  some  schools  that  children  with 
alopecia  areata  are  being  referred  for  special  education  placement  simply  because  they  have 
alopecia.  In  the  early  teens,  a  child  is  faced  with  finding  their  own  identity  and  negotiating 
the  challenges  of  adolescence.  For  the  child  with  alopecia,  they  are  seen  as  very  different.  In 
the  extreme,  some  have  been  attacked  because  others  view  them  as  skin  heads.  In  adulthood, 
the  challenges  remain  the  same,  trying  to  negotiate  in  a  world  that  sees  hair  as  a  critical  part 
of  a  person's  first  impressions.  Television  personalities  who  have  developed  alopecia  have  lost 
their  jobs.    Other  adults  have  left  the  work  force  and\or  have  had  marriages  dissolve. 

When  people  seek  medical  treatment  for  alopecia  they  still  find  a  great  deal  of  miss 
information.  Parents  have  taken  their  child  from  clinic  to  clinic  looking  for  the  "cure."  Some 
treatments  include  the  use  of  light,  chemicals,  and  for  some  combinations  of  several  different 
approaches.  Occasionally  an  intense  treatment  will  make  a  difference,  but  for  the  vast 
majority  it  does  little  good.    For  most  the  best  is  to  wait  for  a  cure. 

The  National  Alopecia  Areata  Foundation  has  been  working  to  change  how  the  public  reacts, 
how  people  with  alopecia  see  themselves,  how  parents  see  their  children,  and  working  with 
NIAMS  to  find  a  cure.  The  Foundation  has  developed  support  groups  to  help  people  to  cope 
with  alopecia.  It  has  developed  an  annual  meeting  which  allows  people  to  learn  the  current 
trends  in  research  and  discuss  how  best  to  live  with  the  disease.  Through  its  public  awareness 
campaign,  more  and  more  people  have  learned  their  alopecia  does  not  label  them  as  a  freak, 
but  rather  part  of  a  group  of  people  with  a  disease. 


The  National  Alopecia  Areata  Foundation  has  provided  over  $750,000.00  in  research  funds 
over  the  last  seven  years.  We  have  co-sponsored  with  the  National  Institute  of  Arthritis, 
Musculoskeletal,  and  Skin  Diseases  research  symposiums  which  have  redefined  the  research 
agenda.  In  fact,  from  our  first  conference,  one  of  the  participants  was  able  to  find  a  non- 
human  host  with  alopecia  (it  was  scheduled  to  be  destroyed,  but  this  new  use  was  found).  We, 
working  with  our  partners  in  NIAMS,  been  able  to  redirect  scarcer  resources  to  more 
innovative  and  insightful  approaches.  We  have  also  been  able  to  increase  the  attention  of  the 
research  community  to  this  problem. 

As  you  look  to  funding  research  programs  for  FY  1997  we  hope  that  you  will  continue  to 
encourage,  and  be  encouraging  to  NIAMS  to  pursue  one  of  their  most  innovate  partnerships 
with  our  Foundation  so  that  the  research  agenda  may  be  further  enhanced  and  that  other 
studies  can  be  funded. 

Alopecia  Areata  needs  to  be  given  serious  attention.  For  this  to  happen,  we  ask  that  you 
provide  NIAMS  a  $258  million  appropriation  for  FY  97.  This  would  allow  NIAMS  to  work 
with  the  National  Alopecia  Areata  Foundation  to  further  research  the  causes  and  potential 
cures  of  Alopecia  Areata.  We  thank  you  for  the  opportunity  to  testify  before  you  and  your 
subcommittee  on  such  an  important  issue. 
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STATEMENT  OF  BARBARA  D.  BOYAN,  ON  BEHALF  OF  THE 
AMERICAN  ASSOCIATION  FOR  DENTAL  RESEARCH 

Mr.  Chainnan  and  members  of  the  Committee,  my  name  is  Dr.  Barbara  D.  Boyan.  I  am  Professor 
of  Orthopaedic  Research,  Professor  of  Biochemistry.  Adjunct  Professor  of  Periodontics,  and  Director 
of  the  Industry-University  Cooperative  Research  Center  at  the  University  of  Texas  Health  Sciences 
Center  at  San  Antonio.  I  also  serve  as  Chairman  of  the  Board  o(  OsteoBiologics,  ItK.,  a  young 
biomedical  technology  company  in  San  Antonio. 

I  am  also  President  Elect  of  the  American  Association  for  Dental  Research,  on  whose  behalf  I  am 
appearing  today.  The  members  of  our  Association  greatly  appreciate  this  opportunity  to  present 
testimony  in  support  of  the  fiscal  year  1997  budget  for  the  National  Institute  of  Dental  Research.  We 
would  also  like  to  express  our  appreciation  to  the  House  for  the  increase  in  the  FY  1996 
appropriation  for  the  NIH  as  a  whole. 

The  membership  of  the  American  Association  for  Dental  Research  consists  of  more  than  5,000 
research  scientists  from  a  variety  of  scientific  and  clinical  disciplines  located  in  universities,  dental 
schools,  research  institutes,  hospitals,  and  industrial  laboratories  around  the  country.  Our  principal 
objective  is  to  seek  ways  of  treating  and  preventing  oral  diseases,  and  to  facilitate  the  transfer  of 
knowledge  into  practical  hdp  for  the  public.  For  example,  my  work  at  the  University  of  Texas  in  San 
Antonio  stresses  building  upon  the  Federal  support  for  research  by  developing  combinations  of 
University  and  industry  resources,  which  not  only  leverages  basic  research  funding  but  greatly 
increases  the  movement  of  technology  into  the  private  sector.  OsteoBiologics.  Iik.  is  an  example  of 
how  these  kinds  of  relationships  can  work  successfully  to  provide  new  products  and  jobs  for 
Americans. 

It  is  important  to  recognize  that  dental  research  is  concerned  with  more  than  the  diseases  of  the  teeth 
and  gums  because  the  health  of  the  mouth  contributes  to  the  health  of  the  whole  body.  Oral  diseases 
can  cause  pain,  poor  nutrition,  weight  loss,  disfigurement,  lost  work  days,  and,  in  the  case  of  oral 
cancer,  death.  Twenty-one  million  work  days  are  lost  annually  because  of  oral  disease  or  the  need 
for  dental  care.' 

As  former  Surgeon  General  C.  Everett  Koop  has  stated.  "If  you  don't  have  oral  health,  you're  not 
healthy  "'  Poor  oral  health  can  lead  to  pain  and  infection  and  affect  an  individuaTs  ability  to  eat. 
speak,  and  function  as  a  productive  member  of  society.  Significant  progress  has  been  made  in 
prevention  and  treatnwnt.  but  oral  and  dental  diseases  remain  among  the  nrmst  common  chronic  health 
problems  among  adults  in  the  United  States. 

At  a  time  when  containing  costs  is  uppermost  in  everybody's  mind,  it  is  worth  considering  how 
successfiil  we,  in  dental  research,  have  been  in  contributing  to  holding  down  the  cost  of  health  care. 
The  cost  of  dental  care  to  the  Nation  was  S38.7  billion  in  1992.  While  oral  diseases  remain  a  costly 
public  heahh  problem,  research  into  the  causes  of  these  diseases  and  how  to  prevent  them  has  resulted 
in  substantial  savings  in  health  care.  Estimates  have  calculated  the  savings  between  1979  and  1992 
at  $60  billion '  Dental  care  delivery  costs  continue  to  fidi  as  a  percentage  of  total  expenditures  on 
health  care.*  Dental  research  and  prevemion  are  models  for  cost  savings  in  health  care  ddiveiy. 


'Girt.  H.C..  ReWne.  S.T.,  and  Laracti.  D.C.:  The  social  impact  of  dental  proWema  and  visto.  Am  J 
PubSc  HeaKh  82: 1663-1868,  December  1992. 

'Proceedinga:  Oral  Heath  2000.  National  Consortium  Meeting  (p.  3).  Irvine  CA.  Amwiom  Fund  for 
Dental  Health  Fund.  January  7-9. 1992. 

^nNvnU.BeazoglouT.HefneyO.  Estimated  savings  in  U.S.  dental  expendXwm.  1979^.  Pubtc 
HeMi  Reports  1994  Mar-Apr  (2):  109:195-203. 

\j.S.Public  Health  Service.  Oral  Health  Coordinating  Committee.  Toward  Improving  the  Oral  health 
oTAmeriiana:  an  Ovendew  of  Oral  Health  Statu*.  Reaourcw,  and  CaieDellwoiy.  Public  HeaKh  ReportM.  ^M, 
No.6Nov-Oec1993. 
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Future  research  will  provide  further  opportunities  to  achieve  significant  cost  savings  and  improved 
oral  health  in  America. 

Today,  I  would  like  to  bring  to  the  attention  of  your  committee  some  of  the  areas  of  dental  research 
where  we  have  been  successful  and  where  opportunities  for  greater  success  appear  evident. 

THE  RESEARCH  CHALLENGE 

Oral  health  research  addresses  all  of  the  diseases  and  disorders  that  affect  the  teeth,  mouth,  and  facial 
structures  This  involves  understanding  the  causes  of  such  diseases,  and  examining  the  ways  in  which 
they  affect  general  health  and  well-being  In  both  its  extramural  and  intramural  programs,  the 
National  Institute  of  Dental  Research  (NIDR)  is  striving  to  link  an  improved  understanding  of  oral 
diseases  at  the  molecular  level  with  improved  prevention,  detection  and  treatment. 

RESEARCH  OPPORTUNITIES 

•  Oral  Soft  Tissues.  In  the  past  decade,  research  has  led  to  improved  diagnosis  and 
treatment  of  oral  disease  ranging  from  disorders  of  the  salivary  glands  causing  dry 
mouth  to  life  threatening  conditions  such  as  AIDS,  oral  cancer  and  pre-cancer; 
however,  more  needs  to  be  done.  In  1992,  30,000  Americans  were  diagnosed  with 
oral  cancer,  and  more  than  9,000  died  of  the  disease  in  the  US.'  This  type  of  cancer 
is  the  sixth  most  common  cancer  among  males  in  the  U.S.  Since  most  oral  cancer  is 
related  to  tobacco  use,  more  means  of  controlling  and  preventing  the  use  of  both 
smoking  and  smokeless  tobacco  among  youth  need  to  be  found. 

•  Birth  Defects  Research.  About  7%  of  children  are  bom  with  some  type  of  defect, 
common  among  which  are  abnormalities  of  the  mouth,  face  and  head  Better  surgical 
treatments  have  resulted  in  dramatic  improvements  in  function  and  appearance  for 
children  with  clef^  lip  and  palate,  as  well  as  those  with  other  disfiguring  conditions. 
The  identification  of  genetic  markers  has  revolutionized  prenatal  screening  and 
counseling  for  these  conditions,  and  research  on  the  human  genome  offers  the 
potential  for  preventing  such  diseases. 

•  Jaw  Joint  Research.  Diseases  of  the  jaw  joint  are  difficult  to  diagnose  and  treat,  yet 
this  type  of  dysfunction  causes  severe  pain  and  discomfort  to  many  Americans, 
particulariy  women.  Research  has  begun  as  to  why  there  may  be  gender-related 
differences  in  this  condition  An  NIH  technology  assessment  conference  is  planned 
this  Spring  to  examine  this  issue  and  provide  further  guidance  for  research  eflForts. 

•  Pain  Research.  Most  people  are  aware  of  the  pain  and  discomfort  that  can  come 
from  a  mouth  ulcer  or  toothache.  An  understanding  of  the  nature  of  pain  requires 
studies  of  the  whole  nervous  system  Dental  researchers  are  among  worid  leaders  in 
pain  research,  and  their  findings  have  application  to  pain  in  the  entire  body. 
Significant  progress  has  been  made  in  treating  a  variety  of  acute  and  chronic  pain 
conditions,  but  more  work  is  needed. 

•  Materials  Research.  Finding  new  and  better  materials  to  restore  and  replace  teeth 
has  always  been  important  in  dentistry  and  dental  researchers  have  an  outstanding 
record  in  biomaterials  research  Over  the  past  50  years,  a  true  revolution  in  dental 
materials  has  resulted  in  a  broad  array  of  new  and  economical  materials  constructed 
from  plastics,  ceramics,  biodegradable  polymers,  and  metal  alloys  suitable  for  use  in 
replacing  diseased  or  damaged  oral  structures.  More  than  twenty-five  years  ago, 
dental  researchers  showed  that  it  was  possible  to  attach  artificial  teeth  directly  to  the 
jawbone    Today,  dental  implants  have  become  one  of  the  most  exciting  and  rapidly 


'  American  Cancer  Society:  Cancer  facts  and  figures  - 1992.  Atlanta,  GA. 
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developing  areas  of  dental  treatment.  Building  on  advances  in  our  understanding  of 
the  attachment  between  the  implant  and  the  jaw,  this  new  technology  offers  for  the 
first  time  an  alternative  to  removable  dentures  This  work  has  also  had  important 
spinoff  applications  to  the  practice  of  orthopaedics  and  plastic  surgery  as  well. 

New  technology  has  the  potential  for  regrowth  of  natural  tissue  which  would  reduce 
the  need  to  use  "foreign"  materials  as  substitutes.  Given  adequate  resources,  the 
NIDR  is  poised  to  begin  exploring  this  most  promising  area  of  research. 

•  Periodontal  (Gum)  Research.  Bacteria  in  dental  plaque  can  lead  to  destruction  of 
the  sof\  tissues  and  the  loss  of  the  bone  supporting  the  teeth.  Periodontal  disease 
remains  one  of  the  most  widespread  diseases  among  Americans  and  is  a  leading  cause 
of  tooth  loss.  Over  the  past  decade,  advances  have  been  made  in  the  understanding, 
diagnosis,  and  treatment  of  these  diseases.  Science  has  demonstrated  that  both 
diabetics  and  tobacco  users  are  at  high  risk  for  periodontal  infection  and  destruction. 
More  research  is  needed,  however,  on  the  basic  biology  of  tissue  healing  and 
regeneration  to  improve  the  effectiveness  of  treatment 

•  Dental  Caries  (Decay)  Research.  Tooth  decay  (dental  caries)  has  probably  been 
responsible  for  more  pain  and  discomfort  than  any  other  disease  Thanks  to 
preventive  techniques  made  possible  by  dental  research,  about  half  of  all  US 
schoolchildren  aged  5-17  have  permanent  teeth  free  from  tooth  decay  Nevertheless, 
caries  is  still  prevalent,  particularly  among  the  elderly,  minorities,  poor  children,  and 
individuals  with  systemic  diseases,  and  is  responsible  for  more  absence  from  work 
than  any  other  disease.  Investigators  must  continue  to  explore  caries  as  a  disease,  the 
role  of  diet,  the  mode  of  action  of  fluoride,  and  the  potential  for  a  caries  vaccine  and 
other  preventive  measures. 

•  Minority  Oral  Health.  We  are  concerned  about  the  oral  health  of  ethnic  and  racial 
minorities  who  often  lack  access  or  funds  for  dental  care  As  a  result,  we  know  that, 
in  general,  minority  groups  have  more  severe  and  extensive  oral  health  problems  than 
mainstream  Americans.  I  am  pleased  to  report  that  the  National  Institute  of  Dental 
Research  is  supporting  four  (4),  five-year  grants  for  Regional  Research  Centers  on 
Minority  Oral  Health  aimed  at  improving  the  oral  health  status  of  minorities  and 
recruiting  more  minority  members  to  careers  in  research. 

•  Special  Care  Patients.  Millions  of  Americans  are  at  high  risk  for  oral  health 
problems  because  of  systemic  diseases  and  their  treatments.  These  "special  care- 
patients  include  those  with  diabetes,  which  increases  the  risk  of  gum  disease;  HIV 
infection,  which  often  begins  with  oral  signs  and  symptoms;  Sjogren's  syndrome,  in 
which  the  salivary  and  tear  glands  are  progressively  destroyed;  and  bone  and  joint 
disorders  like  arthritis,  osteoporosis,  and  Paget's  disease,  that  may  directly  affect  facial 
bones  and  joints  or  interfere  with  self-care.  Many  older  Americans  take  daily 
medications  that  may  lead  to  dry  mouth,  increasing  the  risk  for  tooth  decay.  Patients 
undergoing  radiation  and  chemotherapy  may  suffer  serious  damage  to  the  oral  tissues. 

THE  NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH  (NIDR) 

As  researchers  continue  to  seek  better  understanding  and  improved  prevention  and  control  of 
diseases  of  the  oral  cavity,  they  turn  to  the  NIDR  as  the  central  focus  of  the  Federal  Government  for 
oral  health  research  and  training  support  Adequate  funding  for  the  NIDR  is  essential  to  maintain  and 
improve  the  health  of  the  American  people. 

THE  NIDR  BUDGET 

With  regard  to  the  fiscal  year  1 997  NIDR  budget,  we  respectfully  request  a  funding  level  for  the 
National  Institute  of  Dental  Research  of  $198  million.  We  are  aware  of  the  current  austere  budget 
environment,  the  Federal  deficit,  and  the  associated  funding  limitations;  however,  we  believe  that  our 
request  recognizes  current  fiscal  realities  while  still  allowing  a  modest  advance  in  oral  health  research 
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efTorts  In  view  of  the  cost  effectiveness  of  dental  research,  we  beheve  this  is  a  reasonable  yet 
prudent  investment  in  the  future  health  of  the  nation  The  NIDR  is  the  most  significant  source  of 
funding  for  dental  research  in  America  today,  and  it  rests  with  the  NIDR  to  provide  the  primary 
resources  to  advance  the  oral  health  for  ail  Americans    We  ask  for  your  support 

We  would  also  like  to  indicate  our  support  of  the  Agency  for  Health  Care  Policy  and  Research 
(AHCPR)  There  are  some  issues,  associated  with  the  relationship  of  health  care  process  and  its 
effect  on  the  health  of  people,  which  fall  beyond  NIDR's  mission  These  issues,  which  are  addressed 
by  health  services  research,  fall  within  the  mission  of  AHCPR.  Health  services  research  examines 
issues  that  are  critical  to  the  identification  and  promotion  of  the  most  cost-effective  health  care 
procedure  Funding  for  the  AHCPR  was  drastically  reduced  in  FY  1996.  Again  the  AADR 
recognizes  the  budgetary  limitations  faced  by  the  Congress  Nevertheless,  we  would  ask  that  the 
overall  FY  1 997  ftinding  for  the  AHCPR  be  no  less  than  the  FY  1995  level  and  that  the  agency  be 
encouraged  to  devote  a  reasonable  proportion  of  its  health  services  research  budget  to  oral  health 
projects  -  perhaps  using  as  a  guide  the  percentage  of  personal  health  expenditures  represented  by 
dental  care 

CONCLUSION 

In  conclusion,  Mr  Chairman,  I  want  to  thank  you  again  for  this  opportunity  to  provide  testimony  on 
dental  research  Research  funded  by  NIDR  has  opened  new  pathways  to  diagnosis,  prevention,  and 
treatment  of  oral  diseases  Funding  for  oral  health  research  in  the  AHCPR  offers  similar  opportunities 
to  deliver  more  cost-effective  oral  health  care  Continued  support  for  NIDR  and  for  health  services 
research  is  essential  to  the  health  of  America's  children,  adults,  and  senior  citizens 


STATEMENT  OF  THE  NATIONAL  INDIAN  IMPACTED  SCHOOLS 
ASSOCL\TION 

The  National  Indian  Impacted  Schools  Association  (NIISA) ,  an 
association  of  public  schools  in  Indian  country  dedicated  to 
quality  education  for  Indian  and  Alaska  Native  students,  is 
pleased  to  present  this  statement  on  FY1997  appropriations  for 
Impact  Aid. 

The  National  Indian  Impacted  Schools  Association  supports 
FY1997  funding  of  $752  million  under  the  formula  as  provided  in 
current  statute.   Within  this  amount  our  top  priorities  are; 

1)  $631   million   for  basic  support  payments    (section   8003)    - 
same  as    the  FY1995   level,    and 

2)  $25  million   for  construction    (section   8007) .      Additionally 
we  recommend  development   of  a   long-term  plan   for  school 
construction   in   Indian  country. 

The  remainder  of  the  funding  would  provide: 

•  $40  million  for  payments  for  children  with  disabilities 

•  $40  million  for  heavily  impacted  districts  (section 

8003(f)) 

•  $16  million  for  payments  for  federal  property  (section 

8002) 

We  appreciate  that  Congress  has  given  the  highest  priority 
when  making  Impact  Aid  funding  decisions  to  basic  support  payments 
for  heavily  impacted  Indian  districts.   We  also  ask  you  to 
consider,  however,  schools  which  have  a  substantial  number  of 
Indian  students  but  which  are  not  in  the  most  heavily  impacted 
category  and  also  the  desperate  need  for  construction  funds. 
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The  ability  for  heavily  impacted  schools  in  Indian  country  to 
raise  revenue  is  greatly  restricted.   For  instance  in  School 
District  87J-L  in  Montana,  which  is  100%  impacted,  a  mill  of 
taxation  is  worth  only  $55.   This  school  would  have  to  set  its 
mill  level  at  4,545  mills  to  raise  $250,000.   This  compares  to 
some  school  districts  that  could  raise  this  amount  with  only  one 
mill!   At  the  Heart  Butte  school  in  Montana,  a  mill  is  worth  only 
$42.   There  are  many  such  similar  examples  in  Indian  country. 

Prior  to  the  Citizenship  Act  of  1924,  which  conferred 
citizenship  on  Indians  born  within  the  territorial  limits  of  the 
United  States,  many  states  would  not  provide  funding  for  education 
for  Indian  people.   While  it  is  now  clearly  established  that 
states  must  provide  Indian  children  equal  access  to  state  schools, 
the  fact  that  Indian  trust  lands  are  nontaxable  (as  is  also  the 
case  with  military  bases)  necessitates  federal  financial  support. 
Indian  tribes  in  the  U.S.  retain  only  3%  of  their  aboriginal  land 
--a  land  base  which  is  central  to  the  continued  existence  of 
tribal  governments,  to  the  maintenance  of  our  tribal  cultures  and 
languages,  and  to  the  ability  to  freely  exercise  our  religions. 

The  Impact  Aid  program  provides  basic  funding  to  890  public 
school  districts  which  serve  students  whose  parents  live  or  work 
on  Indian  trust  lands.   There  are  53  million  acres  of  Indian  land 
held  in  trust  by  the  Federal  Government.   The  Impact  Aid  program 
in  Indian  country  is  a  clear  cut  ex2unple  of  the  United  States 
government  carrying  out  its  trust  responsibility  to  Indian  people. 
It  is  also  the  embodiment  of  the  United  States  public  policy  to 
provide  every  child  a  free  public  education. 

Besides  being  the  financial  foundation  for  public  schools  in 
Indian  country,  the  Impact  Aid  program  provides  a  unique 
opportunity  for  tribal  governments  and  Indiein  amd  Alaska  Native 
communities  to  be  involved  in  the  education  of  their  children  in 
public  schools.   This  is  a  very  important  link  between  tribal 
governments  and  state  school  systems.    We  support  the  provisions 
in  the  Impact  Aid  law  which  require  LEAs  to  develop  Indian 
Policies  and  Procedures  (IPP) .   The  IPP  provide  a  formal 
opportunity  for  tribal  governments  and  parents  of  Indian  children 
to  comment  on  whether  Indian  students  are  participating  on  an 
equal  basis  with  non-Indian  students  in  educational  progreuns  and 
school  activities.   They  provide  for  modification,  when  necessary, 
of  school  programs  to  ensure  that  Indian  children  are 
participating  on  an  equal  basis  with  non-Indian  children.   And 
school  districts  are  to  consult  with  tribes  and  the  Indian 
community  on  the  planning  and  review  of  school  programs  and 
materials.   Even  in  cases  where  the  schools  are  made  up  primarily 
of  Indian  children  and  the  school  board  consists  of  Indian 
members,  the  link  between  the  tribal  government  amd  the  school 
(which  is  part  of  a  state  government  system)  is  important.   And  it 
may  be  even  more  importamt  in  those  instamces  where  the  school 
population  has  a  significant  number  of  Indian  students,  but  they 
are  not  in  the  majority  and/or  the  school  board  has  few  if  any 
Indian  members . 

The  Administration's  FY1997  request  for  Impact  Aid  proposes 
--  once  again  --  that  the  formula  for  distribution  of  basic 
support  payments  be  changed.   We  disagree  with  this  proposal.   We 
believe  the  formula  established  in  the  recent  (1994)  elementary 
and  secondary  education  reauthorization  statute  (Public  Law  103- 
382)  is  a  fair  formula.   It  is  more  needs-based  than  the  formula 
it  replaced.   The  Administration's  proposal  would  tie  payments  to 
the  state  average  of  the  local  share,  an  approach  which 
discriminates  against  Indian  reservation  schools  which  are  in 
rural  areas,  have  poor  roads,  extremely  high  transportation  costs, 
and  many  students  with  special  needs.   Fortunately,  there  is  no 
indication  that  the  authorizing  committees  intend  to  chamge  the 
Impact  Aid  formula. 
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With  regard  to  construction,  the  Administration's  budget 
request  would  provide  only  $4  million  in  formula-based  Capital 
Fund  Payments  to  districts  that  have  at  least  50%  children 
residing  on  Indian  lands,  which  receive  funding  because  they  are 
coterminous,  or  which  have  a  sudden  and  substantial  increase  in 
military  students.   A  construction  budget  of  this  level  is  almost 
meaningless  --  both  because  of  the  tremendous  need  for  new 
construction  funding  and  because  of  the  way  the  funds  are 
distributed.   The  Heart  Butte  school  in  Montana,  for  instance, 
received  $20,000  in  FY1996  Impact  Aid  construction  funds.   They 
are  in  great  need  of  a  junior  high  school,  at  an  estimated  cost  of 
$1  million  (a  very  modest  amount  for  a  school)  .   At  $20,000  a 
year,  the  school  district  would  have  to  accumulate  its  funding  for 
nearly  50  years  in  order  to  have  $1  million!   About  the  only 
meaningful  use  The  Heart  Butte  school  can  make  of  this  $20,000 
construction  stipend  is  as  a  contribution  toward  the  $33,000 
annual  cost  of  leasing  a  modular  building  in  which  to  house  its  60 
junior  high  students. 

We  do  not  want  this  to  become  the  norm  for  school  facilities 
in  Indian  country  and  elsewhere  --  temporary  trailer  houses  and 
modular  buildings  which  are  even  inadequate  short-term  solutions 
to  persistent  space  needs.   Accommodations  like  this  do  not  serve 
the  needs  of  students  and  give  a  very  negative  message  about  our 
commitment  to  education.   The  current  system  of  providing  small 
amounts  of  formula-driven  money  effectively  preclude  any  chances 
for  future  school  construction  in  Indian  country  --  an  unmet  need 
estimated  to  be  at  least  $200  million. 

We  recommend  that  Congress  and  the  Administration  work  with 
tribes  and  school  districts  to  develop  a  sensible  school 
construction  funding  policy  for  public  schools  on  Indian 
reservations,  and  to  look  at  other  financing  options  including 
direct  federal  appropriations,  loan  guarantees,  bonding,  and 
lease-back  arrangements.   A  number  of  years  ago  Congress  mandated 
that  the  Indian  Health  Service  develop  a  10-year  plan  for 
construction  of  sanitation  facilities  in  Indiem  country.   While 
the  10 -year  plan  is  somewhat  behind  schedule,  this  strategy  has 
proven  very  beneficial  and  resulted  in  annual  appropriations  to 
address  the  staggering  backlog  of  needed  sanitation  facilities. 
Similarly,  we  believe  the  development  of  such  a  long-range  plan 
for  school  facility  needs  in  Indian  country  would  provide  Congress 
with  a  comprehensive  inventory  of  needs  and  a  reasoned  strategy 
for  addressing  them  through  an  annual  appropriation  for  this 
purpose.   In  the  interim,  we  recommend  full  funding  of  the 
$25  million  annual  authorization  for  construction. 


STATEMENT  OF  THE  NATIONAL  COALITION  FOR  OSTEOPOROSIS 
AND  RELATED  BONE  DISEASES 

Mr.  Chairman  and  members  of  the  Subcommittee,  this  Statement  is 
submitted  on  behalf  of  the  National  Coahtion  for  Osteoporosis  and  Related  Bone 
Diseases.  We  very  much  appreciate  the  opportunity  to  submit  our  comments  on 
the  FY  1997  Labor,  HHS  and  Education  and  Related  Agencies  Appropriations  Bill. 

We  want  to  emphasize  up  front  our  interest  in  asking  for  additional 
research  into  osteoporosis  and  related  bone  diseases. 
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As  a  national  coalition  of  organizations  representing  the  millions  of 
women,  men  and  children  who  suffer  from  bone  diseases,  and  the  scientists 
intimately  involved  in  bone  disease  research,  we  believe  bone  disease  has  never 
received  adequate  medical  research  funds.    Several  reasons  can  be  enumerated. 
First,  a  lack  of  attention  to  women's  diseases  is  clearly  apparent.  Second,  the  lead 
NIH  institute  charged  with  the  responsibility  for  conducting  research,  the  National 
Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS),  is  a 
relatively  recent  one  and  is  currently  experiencing  similar  federal  research 
cutbacks.    While  overall  National  Institutes  of  Health  funding  averages  27%, 
NIAMS  can  only  fund  19%  of  the  high  quality  grants  it  receives  annually. 
Consequently  osteoporosis,  Paget's  disease  and  Osteogenesis  Imperfecta  continue  to 
be  underfunded  despite  the  overwhelming  number  of  Americans  afiDicted  by  these 
debilitating  diseases. 

Each  year,  osteoporosis,  Paget's  disease,  and  Osteogenesis  Imperfecta, 
among  other  bone  diseases,  strike  30  million  Americans  and  cause  loss  of 
independence,  disabiUty,  pain  and  death.  In  the  U.S.  today,  an  estimated  25 
million  Americans  have  or  are  at  risk  for  osteoporosis.  Each  year,  the  disease 
causes  an  estimated  1.5  million  hip,  spine,  wrist,  and  other  fractures. 

Major  questions  need  to  be  addressed  if  we  are  to  bring  diseases  such 
as  Paget's  and  Osteogenesis  Imperfecta  under  control.  Paget's  disease  of  the  bone  is 
a  chronic  disorder  which  results  in  enlarged  and  deformed  bones  in  one  or  more 
regions  of  the  skeleton.  Excessive  bone  breakdown  and  formation  causes  the  bone 
to  be  dense  but  fragile.  Paget's  disease  is  most  common  in  Caucasian  people  of 
European  descent,  but  it  also  occurs  in  African  Americans.    Rarely  diagnosed  in 
people  under  age  50.  Paget's  disease  may  occur  in  up  to  3%  of  the  American 
population  over  age  60. 

Osteogenesis  Imperfecta  is  a  genetic  disorder  characterized  by  fragile 
bones  which  fracture  easUy.  often  from  no  apparent  cause.  A  severely  affected  chUd 
begins  fracturing  before  birth.  Osteogenesis  Imperfecta  can  cause  hundreds  of 
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fractures  in  a  life  as  well  as  hearing  loss,  short  stature,  skeletal  deformities, 
breakable  teeth,  weak  muscles,  and  respiratory  difficulties.  Approximately  40,000 
people  in  the  United  States  have  Osteogenesis  Imperfecta  which  aCTects  people  of  all 
ages,  races  and  both  sexes. 

Cost  of  acute  and  long-term  care  for  all  these  diseases  is  estimated  to 
be  $20  billion.  As  the  population  ages,  these  costs  are  expected  to  increase  to  more 
than  $60-$80  billion  by  the  year  2020.  Without  intervention  now,  these  diseases 
will  drive  the  cost  of  acute  and  long-term  care  well  into  the  next  century  and 
overwhelm  any  effort  to  contain  health  care  costs. 

Bone  diseases  affect  women,  men  and  children  of  all  ages.  Fractures 
due  to  inadequate  bone  strength  to  withstand  the  usual  activities  of  daily  life  occurs 
in  the  young  as  well  as  the  old;  in  men  and  women.  Any  kind  of  major  physical 
stress  can  be  either  detrimental  or  beneficial  to  skeletal  health.  It  is  essential  that 
we  learn  and  then  teach,  for  example,  our  young  military  personnel,  including 
200,000  women  on  active  duty,  how  to  biiild  their  bones  to  maximal  strength  in 
order  to  withstand  successfully  the  rigors  of  the  military  and  also  to  be  well- 
equipped  throughout  Ufe. 

Among  the  factors  that  contribute  to  bone  loss,  a  recent  study  at  West 
Point  showed  that  strenuous  physical  exercise  among  male  and  female  cadets  was 
associated  with  a  reduction  in  bone  density.  In  women,  this  is  due  sometimes  to 
loss  of  menstrual  periods  as  shown  recently  in  a  study  of  2,312  active  duty  Army 
women.  In  men,  it  is  not  known  whether  male  hormones  may  also  change  under 
the  conditions  of  major  physical  stress.  Stress  fractures  are  among  the  most 
important  injuries  that  take  men  and  women  in  the  Army  off  duty.  They  lead  to  a 
minimum  of  6-8  weeks  of  inactivity,  with  full  recovery  taking  at  least  12  weeks.  In 
a  recent  survey,  1,338  stress  fractures  were  diagnosed  in  109.000  undergoing  basic 
training.  Thus,  much  clinical  and  laboratory  work  needs  to  be  done  in  order  to 
understand  the  pathology  of  these  diseases,  the  impact  it  has  on  unique  and  varied 
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sectors  of  our  population  including  African  American  women,  Caucasian  Ethnic 
European  men,  military  personnel,  and  children.   Further,  we  need  to  find  ways  to 
prevent,  treat,  and  cure  these  diseases  on  behalf  of  all  the  millions  of  Americans 
who  suffer  every  day. 

Support  for  funding  for  NIH  is  critical  to  increase  the  understanding 
the  causes  of  and  risk  factors  for  osteoporosis  and  related  bone  diseases.  This  will 
enable  doctors  to  better  identify  patients  at  high  risk  and  to  take  steps  to  reduce 
that  risk.  Moreover,  support  for  funding  for  NIH  is  critical  to  the  progress  being 
made  on  the  biochemical  products  of  collagen  breakdown.  Laboratory  tests  for 
these  markers,  which  can  be  performed  on  urine  or  blood  samples,  will  provide 
rapid,  simple  and  highly  cost-effective  ways  to  monitor  the  effectiveness  of 
osteoporosis  therapy  and  look  for  changes  in  the  bone  over  a  period  of  time. 

While  NIAMS  should  be  commended  for  the  excellent  and  far-reaching 
bone  disease  research  it  has  conducted,  there  is  little  doubt  that  the  institute  could 
do  so  much  more  with  additional  funding.  For  example,  NIAMS  funded  research  in 
the  role  of  Vitamin  D  receptor  gene  variations  at  risk  factors  for  osteoporosis  has 
generated  a  huge  interest  in  identifying  genetic  risk  factors  for  osteoporosis. 
Clinical  research  is  also  need  to  accurately  identify  high  risk  women  before 
irreversible  damage  occurs.   Finally,  research  is  needed  to  determine  the  long-term 
effects  of  hormone  replacement  therapy.  The  keys  to  answering  these  questions  and 
bringing  these  diseases  under  control  will  only  by  discovered  through  a  rigorous 
program  of  medical  research. 

Important  strides  also  continue  to  be  made  with  the  American  public 
through  the  establishment  by  Congress  in  1993  of  an  osteoporosis  resource  center. 
This  highly  successful  center,  housed  at  the  National  Osteoporosis  Foundation, 
reaches  hundreds  of  thousands  of  people  annually  and  educates  several  key 
population  sectors  including  adolescent  girls,  fi-ail  elderly  men  and  women  and 
ethnic  communities.  Unfortunately,  its  hmited  budget  ($500,000  annually  for  four 
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years),  precludes  the  center  from  disseminating  information  through  Internet,  CD 
ROMS  and  other  modern  technology  which  could  better  reach  the  American  people 
more  efficiently  and  effectively.  The  Osteoporosis  and  Related  Bone  Diseases 
Resource  Center  possesses  a  toll-free  number  but  current  funding  only  allows  for 
less  than  20,000  calls  per  year.  Additional  monies  for  education  will  ultimately 
create  a  more  sophisticated  and  better  informed  public. 

Without  additional  support  for  research  and  the  National  Osteoporosis 
Resource  Center,  these  diseases  will  swamp  the  overburdened  health  care  system 
and  render  fruitless  any  effort  to  implement  cost  containment  strategies.  We 
desperately  need  investment  in  further  research  on  bone  diseases  and,  how  to 
prevent  and  treat  them  once  they  have  developed.  The  many  scientists  and 
researchers  involved  in  bone  disease  research  also  firmly  believe  that  it  is  within 
our  national  grasp  to  ultimately  eUminate  these  diseases  as  a  pubhc  health 
problem. 


STATEMENT  OF  THE  NATIONAL  MINORITY  PUBLIC 
BROADCASTING  CONSORTLV 

The  National  Minority  Public  Broadcasting  Consortia  -- 
consisting  of  the  Native  American  Telecommunications  Association, 
the  National  Asian  American  Telecommunications  Association,  the 
National  Black  Progrcimming  Consortium  National  Latino 
Communications  Center,  and  Pacific  Islanders  in  Communications  -- 
recommends  for  the  FY1999  CPB  budget: 

$275   million   in   FY1999  appropriations    for   the   Corporation 
for  Public  Broadcasting 

•  Committee  Report  language  which  supports   continued  funding 
by  CPB   for  Minority  Consortia   ongoing  work  at   levels  at   least 
equal    to   FY1996,    and 

Committee  Report   language  which  supports   CPB   funding  of 
the   feasibility  study  of  Minority  Consortia's   Crossing  Cultures 
initiative  designed   to  expand  our  services  and   to  provide 
financial    self-sufficiency  to  our  organizations 

We  thank  the  Chairman  and  Subcommittee  Members  for  your 
efforts  in  working  with  the  authorizing  committee  regarding 
funding  for  CPB  during  this  time  when  public  broadcasting 
legislation  is  under  consideration  in  Congress.   Should 
authorizing  legislation  be  enacted  which  would  create  a  public 
broadcasting  trust  fund,  we  recommend  a  realistic  transition 
period  for  the  phasing  out  of  federal  appropriations.  In  our 
testimony  before  the  House  Telecommunications  and  Finance 
Subcommittee  on  the  Public  Broadcasting  Self-Suf f iciency  Act,  we 
recommended  maintaining  an  authorization  of  appropriations  for  CPB 


556 


as  a  backup  to  a  Trust  Fund  during  times  when  it  may  not  produce 
sufficient  revenues. 

Minority  Communities  in  the  U.S.   Minority  communities  in 
this  nation  are  not  marginal;  we  are  an  increasingly  large 
proportion  of  the  population.   The  communities  represented  by  the 
Consortia  --  African  American,  Asian,  Pacific  Islander,  Latino. 
Indian/Alaska  Native  --  collectively  constitute  27%  of  the  U.S. 
population  and  are  projected  by  the  Census  Bureau  to  constitute 
nearly  50%  of  the  U.S.  population  by  the  year  2050.   We  also  point 
out  that  children  --  who  are  a  primary  focus  of  public 
broadcasting  --  comprise  a  much  greater  percentage  of  the  minority 
population  than  of  the  public  at  large.   The  Census  Bureau,  in  an 
August  1995  publication,  shows  that  while  20.4%  of  people  in  the 
U.S.  are  under  age  15,  children  and  youth  constitute  a  much  higher 
proportion  of  minority  groups.   Persons  under  age  15  make  up  the 
following  proportions  of  their  ethnic  group:   African  American, 
36.5%;  Indian/Aleut/Inuit,  29.8%;  Asian  American/Pacific  Islander, 
27.6%;  and  Hispanic,  30.7%. 

Work  of  the  Minority  Consortia  Organizations.   The  programing 
one  sees  and  hears  on  public  television  and  radio  are  the  end 
products  of  a  long,  long  road.   The  work  of  the  Minority  Consortia 
organizations  is  largely  on  the  front  end  of  the  production 
process,  and  thus  our  progrcimming  image  is  not  always  visible  in 
national  distribution.   The  Minority  Consortia  organizations  have 
close  ties  with  our  communities  and  are  a  bridge  between  public 
broadcasters  and  the  general  public.   Without  our  efforts  and  the 
support  of  Congress,  the  sparse  number  of  multicultural 
educational  programs  now  seen  on  pubic  television  and  heard  on 
public  radio  would  be  even  less.   Not  only  do  we  deliver  national 
progrcimming  for  local  community  broadcast,  but  among  other  things 


•  distribute  progreims  and  conduct  educational  outreach  to 
schools,  universities,  libraries,  museums,  and  community 
organizations 

•  provide  critical  seed  money  for  scripts  and  productions 

•  assist  producers  in  leveraging  public  broadcast  funds  with 
private  funds 

•  provide  professional  opportunities  for  minorities  in  public 
broadcast  fields,  and  provide  media  summer  youth  programs  to 
encourage  broadcast  careers  for  minority  youth 

work  with  intercity  youth  to  produce  programs  designed  to 
reduce  violence  and  crime  and  foster  self-esteem 

•  provide  access  for  youth  to  learn  about  the  world  and 
culture  through  interactive  computer  progreuns . 

Our  organizations  --  while  having  a  common  goal  of  serving 
our  communities  and  the  nation  through  production  and  distribution 
of  quality  educational  programming  --  differ  widely  in  our 

activities . 

For  instance,  the  National  Latino  Communications  Center  has 
been  in  business  for  20  years  and,  in  addition  to  program 
productions,  is  involved  in  the  development  of  a  Latino 
educational  channel  and  of  a  Latino  film  and  video  archive.   We 
hope  you  have  seen  their  recent  series  on  public  television  -- 

"CHICANO!  HISTORY  OF  THE  MEXICAN  AMERICAN  CIVIL  RIGHTS  MOVEMENT".     Pacific 

Islanders  in  Communications  has  been  in  existence  for  only  three 
years,  and  needs  to  be  particularly  involved  in  capacity-building 
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within  their  geographically  far-flung  comrrtunity  to  bring  their 
perspectives  to  the  public.  Soon  to  be  shown  on  public  television 
is  the  PIC  production  "AND  THEN  THERE  WERE  NONE".   The  National  Black 
Prograiraning  Consortium,  which  has  a  large  publicly-available 
film/video  archives  and  which  has  funded  over  70  programs  for 
national  distribution,  half  of  which  have  aired  on  public 
television,  has  entered  into  a  formal  working  relationship  with 
WQED  public  television  station  in  Pittsburgh.   The  Native  American 
Telecommunications  Association,  in  addition  to  its  film 
productions,  is  assisting  telecommunications  linkages  involving 
national  and  public  radio  stations,  tribal  colleges,  and  planning 
for  Internet  linking  of  tribal  governments.   It  is  also 
collaborating  with  the  Pacific  Islander  organization  on  a  public 
television  series  regarding  Indigenous  peoples  from  around  the 
world.   The  National  Asian  American  Telecommunications  Association 
has  funded  over  75  new  programs  for  public  television  broadcast 
and  is  the  premier  source  of  national  programming  and  audiovisual 
materials  about  Asian  Pacific  Americans  in  the  nation,  serving 
over  1,000  schools,  colleges,  libraries,  and  community  groups 
annually. 

Congressional  Support  for  Multicultural  Programming  and  the 
Minority  Consortia.   Since  1988  seven  House  and  Senate 
Congressional  reports  have  expressed  written  support  for  public 
broadcast  funding  of  the  Minority  Consortia.   Additionally, 
Congress  mandated  the  creation  of  a  multicultural  program  fund. 
Without  direction  from  Congress,  we  would  have  not  even  the 
relatively  small  amount  of  productions  by  and  about  minorities 
which  currently  air  on  public  television.   Given  shrinking  dollars 
and  growing  overhead,  most  public  television  stations  have  fewer 
and  fewer  dollars  to  commit  to  production  and  programming.   In 
such  an  environment,  minority  educational  programing  invariably 
suffers  disproportionately. 

Development  of  Minority  Consortia  Services  and  Self- 
Sustainina  Resources.   In  addition  to  the  provision  of  a  $3 
million  Multicultural  Program  Fund,  Congressional  pressure  has 
resulted  in  modest  funding  increases  for  the  Minority  Consortia^. 
In  1994,  after  protracted  discussions,  CPB  promised  funding  to 
formalize  partnerships  between  the  Minority  Consortia 
organizations  with  CPB,  PBS,  APTS  and  television  stations  to 
maximize  all  our  resources  to  increase  multicultural  educational 
programming  for  television.   Funding  ($5  million)  for  this 
initiative  was  to  have  begun  in  FY1996.   The  Minority  Consortia 
agreed  on  a  joint  plan  of  distribution  methodology,  allocating 
funds  for  production,  community  capacity-building,  and  prograun 
support  functions.   Unfortunately  CPB,  citing  budget  cuts,  decided 
to  not  provide  the  $5  million  to  the  Minority  Consortia  for  the 
partnerships  initiative. 

While  we  were  extremely  disappointed  that  the  partnerships 
initiative  did  not  materialize,  we  worked  with  CPB  and  submitted 
to  them  in  January,  1996  a  proposal  —  entitled  Crossing  Cultures. 
That  proposal  focuses  on  efforts  to  both  expand  our  services  and 
to  attain  financial  self-sufficiency  through  diversifying  and 
expanding  our  revenue  sources  and  developing  a  joint  marketing  and 
distribution  service  to  better  meet  the  growing  needs  of  our 
increasingly  diverse  audiences.   It  would  also  involve  operational 
efficiencies  and  strengthening  partnerships  with  public 
broadcasting  stations  and  organizations.   This  proposal  is 


^  The  Minority  Consortia  organizations  collectively  received  in  FY1995,  $1.5 
million  for  administrative,  developmental  and  support  services  activities 
(compares  to  $1.25  million  in  FY1994)  and  received  S3  million  from  the 
Multicultural  Program  Fund  for  re-granting  to  producers  (compares  to  $2.1 
million  in  FY1994. ) 
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consistent  with  the  types  of  activities  CPB  is  funding  through  its 
$11  million  Futures  Fund.   CPB  has  responded  with  genuine  interest 
to  our  proposal,  and  has  committed  to  providing  $150,000  for 
feasibility  studies  of  our  multi-faceted  proposal.   If  these 
measures  would  prove  to  be  as  successful  as  we  believe  they  can 
be,  the  Minority  Consortia  will  be  able  to  generate  revenues 
through  efficiencies  and  ancillary  profits  while  providing  public 
broadcasting  audiences  with  high-quality,  cost-efficient  products 
and  services.  We  request  the  Committee  to  expressly  support  both 
only  our  ongoing  work  and  our  longer-term  efforts  aimed  at  greater 
efficiencies,  partnerships,  and  a  more  diversified  funding  base. 


STATEMENT  OF  THE  NATIONAL  FEDERATION  OF  COMMUNITY 
BROADCASTERS 

Thank  you  for  the  opportunity  to  submit  testimony  on  behalf  of  the  National  Federation  of 
Community  Broadcasters,  or  NFCB,  which  is  the  sole  national  organization  of  community 
oriented  non-commercial  radio  stations. 

The  ^f^CB  requests  that  the  Subcommittee  include  with  its  1999  CPB 
approproprifttion  report  a  recommendation  that  CPB  give  funding  priority  to  public  radio 
stations  that  serve  rural,  underserved  and  unserved  areas  and  sole  service  providers.  Our 
request  echoes  language  included  in  reports  from  House  and  Senate  subcommittees. 

Community  radio  fully  supports  sustained  funding  for  the  Corporation  for  Public 
Broadcasting.  Federal  support  distributed  through  the  CPB  Is  an  unreplaccable  resource 
for  rural  stations  and  for  those  stations  serving  minority  communities.  In  the  case  of  the 
rural  and  minority  stations,  CPB  support  may  not  ever  be  replaced  and  the  goal  of 
universal,  local,  non-commercial  radio  service  will  become  only  a  dream. 

In  other  communities,  stations  need  time  to  develop  support  to  replace-wholly  or 
partly—  the  sustaining  grants  from  CPB.  Without  time  to  develop  new  streams  of  support, 
the  stations  may  give  up  services,  depriving  their  communities  of  a  reliable  source  of 
noncommercial  programming  about  themselves  while  they  are  awash  with  news  from 
around  in  the  world  every  thirty 


After  the  1988  hearings  on  reauthorization  for  the  Corporation  for  Public  Broadcasting, 
the  Congress  directed  the  CPB  specifically  to  support  public  radio  stations  that  provide  the  only 
broadcast  service  to  their  communities,  to  extend  public  radio  ser\'ice  to  the  rest  of  the  nation. 
Congress  recommended  that  CPB  support  public  radio  services  to  rural  and  minority 
communities  Stations  existed  in  these  communities,  but  they  were  too  small  to  be  eligible  for 
CPB  support  as  the  criteria  existed  in  1988. 

In  1990,  the  public  radio  system  resolved  to  provide  public  radio  service  to  95%  of  the 
American  people  and  to  redistribute  CPB  funds  to  an  emerging  group  of  rural,  minority  and 
developing  stations  in  order  to  achieve  that  goal  in  a  meaningful  way.  The  Corporation  of 
Public  Broadcasting  adopted  the  proposal  and  established  new  grant  programs  beginning 
in  fiscal  year  1992.  These  are  the  Station  Development  or  STEP  grants,  Sole  Service  grants. 
Program  Assistance  grants,  and  Micro-Market  grants. 

In  flscal  year  1996,  these  four  grant  programs  provided  nearly  S1.5  million  in 
support  to  61  emerging  station  grantees,  about  2.4 Vo  of  $61,290,292  which  is  public  radio's 
share  of  the  CPB  appropriation.  Individually,  stations  participating  in  these  grant 
programs  receive  annual  support  from  CPB  ranging  from  $11,429  to  $57,666. 

In  Senate  Report  104-14S,  these  grant  programs  are  encouraged  with  the  language: 
The  Convfuttee  directs  CPB  in  allocating  reduced  funding  to  consider  the  impact  on  rural 
radio  and  TV' studios,  especially  sole  service  providers,  stations  with  minimal  donor  bases  or 
service  areas  yvith  limited  video  programming  alternatives,  and  community  radio  stations.  The 
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Committee  directs  to  give  priority  to  stations  v^hick  serve  rural,  underserved,  and  unserved 
areas  and  sole  service  providers. 

Similar  language  has  b«en  included  House  reports  on  the  CPB.  We  are  asking  that  the 
Subcommittee  consider  inchiding  such  a  recommendation  with  the  1999  appropriation  With 
Con|ressional  direction  sach  as  given  above,  these  critical  grant  programs  for  especially 
important  stations  will  continue.  Without  sach  language,  these  grant  programs  which 
represent  only  2.4%  of  the  radio  share  or  the  appropriatioa  arc  at  risk  of  being  significantly 
reduced  or  even  eliminated. 

The  NFCB  is  a  twenty  year  old  grassroots  organization  which  was  established  by,  and 
continues  to  be  supported  by  our  mend)er  stations.  Large  and  small,  rural  and  urban,  the  NFCB 
member  stations  are  distinguished  by  their  commitment  to  local  programming  and  conunuruty 
participation  and  support  NFCB's  90  Participant  members  aitd  136  Associates  come  from  across 
the  United  States,  from  Alaska  to  Florida,  from  every  mafor  market  to  the  smallest  Native 
American  reservation.  While  the  urban  member  stations  serve  communities  that  include  New 
York,  Minneapolis,  San  Francisco  and  other  m^or  markeu,  the  rural  members  are  often  the  sole 
source  of  local  and  national  daily  news  and  information  in  their  communities.  NFCB's 
membership  reflects  the  tiue  diversity  of  the  American  population:  40%  of  the  members  serve 
rural  conununities  and  34%  are  minority  radio  services. 

On  community  radio  stations'  airwaves  examples  of  localism  abound:  on  KILI  in 
Porcupine.  South  Dakota  you  will  hear  morning  drive  programs  in  their  Native  Lakou  language; 
throughout  the  California  forming  areas  around  Fresno,  Radio  Bilingue  programs  five  stations 
target'mg  low-income  farm  workers;  in  Barrow  Alaska,  on  KBRW  you  will  hear  the  local  news 
and  fishing  reports  in  English,  and  Yupik  Eskimo;  in  Dunmore,  West  Virginia,  you  will  hear 
coverage  of  the  local  school  board  and  county  conunission  meetings;  KABR  in  Alamo  New 
Mexico  serves  its  small  isolated  Native  American  population  with  programming  almost 
exclusively  in  Navajo,  and  on  WWOZ  you  can  hear  the  sounds  and  culture  of  New  Orleans 
throughout  the  day. 

In  1 949  the  first  coramunity  radio  station  went  on  the  air.  From  that  day  forward, 
community  radio  stations  were  reliant  on  their  local  community  for  support  through  listener 
c-ontributions.  Today,  many  stations  are  partially  fimded  throu^  the  Corporation  for  Public 
Broadcasting  grant  programs.  CPB  funds  represent  about  IS%  of  the  larger  stations'  budgets,  but 
often  can  represent  up  to  40%  of  the  budget  of  the  smallest  rural  stations 


STATEMENT  OF  THE  UNITED  STATES  CATHOLIC  CONFERENCE 

The  Department  of  Education  of  the  United  States  Catholic  Conference  (USCC)  speaks  on  behalf 
of  the  nation's  more  than  8,300  Catholic  elementary  and  secondary  schools,  2.6  million  students, 
164,000  professional  educators  and  the  millions  of  parents  who  support  them.  We  urge  you  to 
provide  the  full  $40  million  authorized  funding  level  for  the  Title  1  "Capital  Expenses"  pnmsion 
of  the  Improving  Americas  School  Act  -  P.L.  103  -  382.  Regrettably,  the  Clinton  Administration 
suggested  a  reduction  to  $20  million  for  'Capital  Expenses"  in  both  its  FY'  96  and  *97  budget 
proposals.These  'Capital  Expense'  funds  are  needed,  as  a  matter  of  justice,  to  restore  Title  1 
services  to  large  numbers  of  eligible  students  enrolled  in  religiously  oriented  schools  who  have 
been  deprived  of  them  since  the  Supreme  Court's  Felton  decision  in  1985.  These  funds  are  also 
needed  to  improve  the  quality  of  services  offered  to  these  educationally  disadvantaged  students. 

Although  in  my  comments  I  will  be  referring  to  Catholic  schools  particulariy,  the  problem  I  am 
addressing  affects  students  in  schools  throughout  the  private  and  religious  school  community.  This 
appropriation  addresses  a  problem  affecting  all  private  and  religious  schools  enrolling  eligible  Title 
I  students. 

We  wish  to  Uke  this  opportunity  to  thank  Chairman  Specter,  the  ranking  minority  member,  Mr. 
Harkin.  and  each  number  of  the  Committee,  for  their  efforts  to  restore  full  Title  1  services  to  all 
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eligible  private  and  religious  school  students.  Since  1988.  your  support  has  secured  annual 
appropriations  for  "Capital  Expense"  funds  beginning  with  $19.76  million  in  FY'89  to  $41,434 
million  in  FY'95.  We  are  especially  grateful  for  your  efforts  in  approving  and  appropriation  of 
$38. 1 19  million  for  "Capital  Expenses"  in  the  recently  completed  FY'96  budget.  These  funds  have 
been  very  critical  to  the  task  of  restoring  full  Title  1  services  after  Felton.fSee  Appendix  A) 

CHAPTER  1  AND  CATHOLIC  SCHOOLS: 

In  Title  1 ,  the  federal  government  demonstrates  its  determination  to  help  students  overcome  the 
disadvantages  of  both  lower  income  environment  and  educational  ability.  The  extra  resources  Title 
1  provides  are  a  valued  supplement  to  the  instruction  Catholic  schools  provide,  most  especially 
in  inner  city  schools.  It  is  particularly  egregious  when  students  eligible  for  such  services,  who 
would  receive  those  services  if  enrolled  in  a  public  school,  are  deprived  of  them  solely  because 
they  attend  Catholic  schools.  Parents  should  not  be  obliged  to  choose  between  Title  1  services  and 
the  quality  of  education  available  in  Catholic  schools.  Depriving  students  of  such  essential 
services,  simply  because  they  attend  religiously  affiliated  schools,  damages  the  students  and  our 
nation.  This  Committee,  and  Congress,  have  repeatedly  shown  that  they  share  our  concern. 

Catholic  schools  are  an  important  contributor  to  the  educational  opportunity  available  to  American 
students.  In  numbers  of  schools,  the  Catholic  school  community  is  larger  than  any  state  system. 
In  numbers  of  enrolled  students,  it  is  the  third  largest,  after  California  and  Texas.  Almost  55 
percent  of  all  students  enrolled  in  private  and  religious  schools  are  currently  enrolled  in  Catholic 
schools. 

Catholic  schools  have  demonstrated  a  particular  success  with  the  students  Title  1  attempts  to  serve. 
In  a  number  of  states.  Catholic  schools  have  a  higher  percentage  of  minority  students  than  their 
public  school  counterparts.  Nationally,  over  23  percent  of  Catholic  school  students  are  from  ethnic 
or  racial  minorities,  a  figure  comparable  to  the  public  schools  nationally.  And  12.8  percent  of 
these  students  are  not  Catholic. 

Catholic  schools  have  an  enviable  record  for  effective  teaching.  The  drop-out  rate  in  Catholic  high 
schools  is  less  than  4  percent;  more  than  83  percent  of  Catholic  high  school  graduates  go  on  to 
postsecondary  education.  Minority  Catholic  school  students,  in  particular,  have  higher 
achievement  scores  than  similar  students  in  other  schools  in  reading  and  math  tests  administered 
as  part  of  the  National  Assessment  of  Academic  Progress  (NAEP)  over  the  past  decade.  The 
reality  is  that  Title  I  students  in  Catholic  schools  show  that  the  program  can  work,  even  with  the 
severe  limitations  that  the  Felton  decision  places  on  those  students.  This  record  of  success  should 
not  be  now  endangered  by  cuts  in  appropriations  intended  to  help  overcome  these  unfortunate 
limitations. 

Catholic  school  Title  1  students  are  particularly  concentrated  in  the  lowest  income  communities. 
The  current  Title  1  implementation  study  found  that  53  percent  of  nonpublic  school  students  are 
in  the  most  poverty-impacted  quartile  of  school  districts,  compared  to  45  percent  of  public  school 
Title  1  students.  Nonpublic  school  Title  1  students  are  more  likely  to  live  in  the  most  poverty- 
impacted  districts  in  the  country  than  public  school  Title  1  students. 

NEED  FOR  CAPITAL  EXPENSE  FUNDS: 

In  1985,  the  U.S.  Supreme  Court  held,  in  Aguilar  v  Felton.  that  public  school  Title  1  teachers 
could  not  enter  the  premises  of  religiously  affiliated  nonpublic  schools  in  order  to  provide  Title 
1  services.  Administrators  had  to  quickly  devise  off-site  methods  of  serving  approximately 
185,000  students.  A  major  obstacle  was  the  cost  associated  with  the  rent,  purchase  or  maintenance 
of  facilities  and  similar  capital  expenses.  In  about  half  of  the  cases,  LEAs  were  able  to  continue 
Title  1  services  to  nonpublic  school  students  at  nearby  facilities,  or  in  vans  or  mobile  classrooms 
already  available  or  provided  through  special  state  or  local  appropriations.  The  other  half  of 
students  lost  services,  some  for  a  few  months,  some  longer,  some  permanently  (See  Appendix  B). 
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There  is  disagreement  over  the  precise  number  of  students  served,  or  those  who  were  eligible  but 
lost  services,  or  those  who  should  have  been  served,  but  never  were.  But  all  agree  that  services 
have  not  recovered  to  the  pre-Eellon  numbers  or  quality.  The  most  recent  year  for  which  reliable 
data  is  available  from  the  U.S.  Department  of  Education  shows  the  recovery  reached 
approximately  177,200.  The  same  report  identifies  289,900  nonpublic  school  students  as  eligible 
for  participation  in  Title  I  programs  (See  Appendix  C). 

Congress  stated  that  its  intent  with  regare  to  the  "Capital  Expense"  provision  was  "to  restore  the 
degree  of  participation  of  private  school  children  in  Chapter  1  as  close  as  possible  to  the  time 
before  the  Pel  ton  decision." 

In  the  summary  of  its  report  on  "Capital  Expenses",  the  GAO  (February  26,  1993,  p.  3)  concluded 
that  only  14  of  52  SEA  offices  believed  their  states  were  reaching  "almost  all'  or  "all"  (80  percent 
or  more)  of  eligible  nonpublic  school  students.  The  median  response  was  that  the  state  was 
reaching  about  half  of  eligible  nonpublic  school  students. 

I  would  like  to  refer  the  members  of  the  committee  to  two  recent  documents  that  identify  the 
"significant  negative"  impact  of  EfillQD  on  the  delivery  of  services  to  eligible  Title  I  students  in 
Catholic  schools:  (1)  the  statement  by  Secretary  of  Education  Riley  calling  for  a  reconsideration 
of  this  decision  by  the  Supreme  Court  (Appendix  D)  and  (2)  a  brief  issued  by  the  Justice 
Department  related  to  the  effort  by  the  Chancellor  of  the  New  York  public  schools  asking  for 
relief  from  the  judgement  in  the  original  EellQfl  case  (Appendix  E).  Both  documents  chronicle  the 
educational  and  financial  damage  done  by  this  decision  to  eligible  Title  I  students  in  religious 
schools  and  to  the  local  educational  agencies  responsible  for  the  administration  of  the  proposal. 
It  seems  evident  that  New  York  could  use  all  of  the  "Capital  Expense"  funds  eliminated  in  the 
Clinton  Administration's  FY'96  budget  proposals  and  the  proposed  House  appropriation  for  that 
year. 

PROBLEMS  WITH  USE  OF  CAPITAL  EXPENSE  FUNDS: 

"Capital  Expense"  funds  are  needed  to  sustain  the  degree  of  recovery  that  has  been  attained,  and 
to  expand  that  recovery  to  include  all  the  students  who  should  be  served.  But  it  appears  that  even 
when  funds  are  available,  they  are  not  necessarily  being  used  to  maximize  services  to  students. 
There  is  a  clear  failure  to  set  appropriate  priorities.  Stales  are  still  using  these  funds  to  reimburse 
districts  for  past  expenditures.  Congress  should  end  this  procedure  and  limit  expenditures  to  costs 
for  needs  identified  in  the  current  fiscal  year.  While  it  is  true  that  a  number  of  states  returned 
unspent  "Capital  Expense"  funds,  it  needs  to  be  stated  as  strongly  as  possible  that  other  states 
easily  used  up  all  of  these  returned  funds.  There  are  a  number  of  states  that  have  current  needs 
in  this  area  that  are  unmet.  In  Addition,  some  LEAs,  particularly  small  and  rural  districts,  do  not 
qualify  for  enough  funds  to  purchase  adequate  facilities  for  providing  services. 

The  question  of  program  quality  is  of  equal  importance.  There  is  a  serious  concern,  expressed  in 
the  report  from  the  Congressionally  mandated  National  Assessment  of  Chapter  1  Independent 
Review  Panel,  that  in  many  instances  the  quality  of. services  delivered  is  markedly  inferior  to  what 
is  needed  for  the  program  to  succeed  in  making  an  educational  difference.  While  some  programs 
are  very  good,  many  are  cleariy  troubled. 

All  nonpublic  school  Title  I  programs  require  that  the  student  is  to  be  "pulled  out"  of  the  home 
classroom.  There  is  common  agreement  that  this  approach,  even  in  public  schools,  is  disruptive 
of  sound  educational  progress.  In  such  programs  the  student  is  clearly  identified  as  a  Title  I 
student,  different  from  the  rest.  In  addition,  the  student  misses  instruction  taking  place  in  the 
regular  classroom  situation.  Programs  that  take  place  outside  the  school,  where  students  must 
travel,  are  especially  disruptive  and  even  physically  dangerous.  The  1993  GAO  study  found 
parental  rejection  of  services  is  another  major  problem.  Much  of  this  rejection  is  based  on  the 
parental  evaluation  that  the  services  offered  are  viewed  to  be  of  poor  quality  or  disruptive  to  the 
student's  overall  education. 
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The  use  of  computers  to  provide  services  has  expanded  rapidly,  growing  from  5  percent  in  1986  - 
87  to  32  percent  in  the  most  recent  survey.  The  use  of  computers  requires  close  evaluation.  To 
be  most  effective,  computers  need  to  be  integrated  into  the  total  curriculum.  Unless  regular 
classroom  teachers  have  access  to  computer  resources,  the  computer  cannot  become  an  integral 
part  of  the  student's  course  of  study.  Often  the  placement  of  the  computers  forbids  the  presence 
of  a  teacher,  and  the  teacher  aide  who  is  present  may  not  be  involved  in  actual  instruction.  The 
computer  programs  often  only  provide  basic  education,  rather  than  providing  challenging 
educational  opportunities  for  the  student. 

Finally,  nonpublic  school  students  with  restored  services  receive  assistance  an  average  of  only  3.5 
days  a  week,  compared  to  5  days  in  the  public  school  program.  The  shorter  program  is  predictably 
less  effective,  especially  when  set  in  the  context  of  the  difficulties  Title  1  teachers  have  in 
planning  and  consulting  with  the  nonpublic  school  student's  regular  classroom  teacher. 

CONCLUSION: 

We  urge  the  Committee  to  recommend  the  full  funding  of  the  "Capital  Expenses'  at  the 
authorized  level  of  $40  million,  as  authorized  by  Congress  when  it  passed  the  Improving  Americas 
School  Act.  P.L.  103  -382.  We  also  urge  that  the  Committee  consider  fully  funding  Title  1,  as 
well  as  work  to  improve  the  operation  of  Title  1  programs,  in  order  to  be  better  able  to  reach  all 
eligible  public  and  nonpublic  school  students,  and  to  provide  programs  and  services  of  the  highest 
quality  possible.  While  we  are  aware  of  the  budgetary  problems  that  the  Congress  faces  we  urge 
the  Committee,  in  an  effort  to  provide  the  broadest  scope  of  services  to  those  most  at  risk,  to  act 
responsibly  and  provide  full  funding  for  the  other  Titles  of  P.L.  103  -  382,  including  Titles  H, 
III,  IV,  VI  and  VII,  as  well.  Finally,  we  recommend  that  the  Committee  consider  empowering 
parents  to  obtain  supplemental  services  for  their  children,  from  approved  tutors  or  specialists  when 
other  options  have  not  been  responsive  to  the  needs  of  those  children.  We  believe  that  this  option 
would  be  effective  in  restoring  services  to  students  deprived  of  services  in  small  school  district 
currently  not  eligible  for  Capital  Expenses. 

APPENDIX  A 
Appropriations— Capital  Exptruet 

,„-„    FiKolytor  Mittim, 

1989  $19.76 

1990  25.7 
J991  36.1 

1992  40.054 

1993  39.734 

1994  41.434 

1995  41.434 

1996  38.119 
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UNITED  STATES  DEPARTMENT  OF  EDUCATION 

THE  SECRETARY 

cT^rrMl-NT    BY    S^rprTARY    RILFY    ON    AGU^I^F    v.    FEI.TON 

continuing    problems    in    the    ^itie    x    f     y  therefore   support 

„y   opinion,    TeliSB  ^o«   not   advance  l^^Y^^^ll^'-J^l,,  budgets 

rrrur.r"ScrJ.iersirtrny!"ii^"puc"  -  --^^"-1  -^- 

burden  on  them. 

The  F^lt^  decision  has  had  a  signm=ant  -f.-^^- .^^J'-^.^^Ii^^: 

— pii-c/°witr^.£^;%f^^^^^^^^  ^^^^  .Toti 

available  for  P^bl^^,,=<=^°°^ /^^iit^l^tely  following  the  decision, 
children.  Also,  in  the  years  ^"^^^^^^^^/^^^^er  of  private  school 
there  was  a  dramatic  d«*=«%«.  ^^"^^f,"^^^'' Although  the  number 
Children  participating  m  the  T^J^^  the  underiying  problems  caused 
has  increased  i"  subsequent  years  ^he^^J^^^^^'^^f''  having  Title  I 
by  the  Fulton  d«^^s^°"  „^°"^^""^^l^d^  school  children 

services  in  their  owri  =^'^°°l^°^^i?^"?^\'ld7en  must  go  to  another 
generally  have,  religious  ^^chool  children  m     g   ^^^^tes  not 

location  to  .----%-/„^,^^J;\°"3/5nTf  ican^^^^^^^  costs  (for 

only  logistical  problems,  but  s^*?"^/""  „  "  f,/_„  ^^  rental  of  mobile 
such  things  as  transportation  or  the  purchase  ^^/^"ta      ^^^^^^ 

vans)  which  adversely  ^"«f  ^^^^'^'^^^^ef fectTve  Sse  of  Title  I. 
children.   I  believe  we  '"^.^t  make  more  ^^^^^^^  ,^   3^d  private 

tcii:rs.^°i^".°a^ndn?  -e  iry^^four  doing  \o. 
Based  on  a  1989  study  by  the  C^-eral  Acco  ^  <,  Off  x^--  we  ^estimate 
that  school  districts  have  expended  ^""^"//  °'  ""i  •  th  Felton.  For 
on  non-instructional  costs  m  o^der  to  comply  wit  ^.^^^^^^  .  ^ 
example,  for  the  1995-96  schoo,  year,  ^^'^^V  Js'imated  that  SIO 
budgeting  S16  million  for  these  costs.  J-J-  .^   j. 

million  of  this  amount  will  come  from  a  special  Title 

STATEMENT  OF  THE  COALITION  OF  NORTHEASTERN 
GOVERNORS 

The  CONEG  Governors  are  pleased  to  provide  testimony  for  the  record  to  the  Senate 
Subcommittee  on  Labor.  Health  and  Human  Services.  Education  and  Related  Agencies  as  it 
considers  FY  1997  appropriations  for  the  Low-Income  Home  Energy  Assistance  Program 
(LIHEAP).   The  CONEG  Governors  strongly  support  the  continued  funding  of  LIHEAP  since 
it  provides  essential  assistance  to  the  region's  low-income  elderly,  disabled  and  working  poor 
households  to  pay  their  winter  heating  bills. 

During  this  year's  brutal  winter  heating  season,  LIHEAP  has  provided  assistance  to 
almost  two  million  low-income  households  in  the  region.   About  40  percent  of  those  assisted 
have  at  least  one  family  member  who  is  elderly  or  disabled,  and  close  to  90  percent  have 
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incomes  of  less  than  $12,000.    For  many  of  these  households,  energy  prices  continue  to  be  a 
significant  burden.    In  the  Northeast,  on  the  average,  low-income  households  pay  about  16 
percent  of  total  income  for  home  energy.    In  contrast,  the  rate  for  all  households  is  about  3.1 
percent. 

The  CONEG  Governors  believe  that  the  LIHEAP  funding  level  should  be  set  at  $1.0 
billion  for  1997  and  advance  funding  of  $1.0  billion  should  be  provided  for  FY  1998. 
Without  advance  funding,  the  potential  for  delays  in  program  appropriations  can  create  severe 
problems  and  additional  administrative  costs  in  states  where  the  winter  heating  season  starts  in 
late  fall.    When  program  funding  is  not  set  until  very  late,  or  is  done  tlirough  supplemental 
emergency  funding,  it  is  very  difficult  to  coordinate  outreach  or  communicate  program 
changes.    The  advantage  of  knowing  of  advance  funding  permits  state  officials  to  prioritize 
program  goals  and  components  more  efficiently. 

The  funding  reductions  enacted  in  FY  1 996,  have  caused  most  Northeast  states  to 
either  reduce  program  benefit  /.els  or  the  number  of  households  eligible  to  receive 
assistance.   The  states  have  estimated  that  the  reductions  enacted  in  FY  1996  resulted  in  the 
elimination  of  assistance  to  almost  300,000  households  in  the  Northeast. 

Further  cuts  in  LIHEAP  will  have  significant  impacts  on  other  state  and  private  energy 
assistance  programs  as  well.    LIHEAP  is  the  foundation  for  a  whole  system  of  public  and 
private  programs  and  policies  which  attempt  to  maintain  safe  and  affordable  energy  services 
for  low  income  households.    Only  LIHEAP  can  provide  a  sufficient  cash  grant  to  permit 
federal,  state,  utility  and  private  resources  to  leverage  each  other  to  provide  coordinated 
responses.    If  LIHEAP  is  not  funded  at  an  adequate  level,  many  state  and  private  initiatives 
could  be  lost  as  well. 

Despite  federal  funding  cutbacks,  the  Northeast  states  have  continued  to  work 
diligently  to  assure  that  LIHEAP  funds  are  allocated  efficiently  and  with  a  minimum  of 
administrative  overhead.   These  approaches  have  included  reducing  administrative  costs  by 
providing  one-stop  shopping  offices  for  LIHEAP  and  related  low-income  assistance  programs, 
encouraging  recipients  to  switch  to  lower  cost  fuels,  and  aggressively  leveraging  private 
assistance  programs.    Specific  examples  are  described  as  follows: 

•  Connecticut  has  developed  a  uniform  application  form  to  determine  a  household's 

eligibility  for  LIHEAP  and  all  other  low-income  energy  programs  such  as 
weatherization.   This  process  allows  the  community  action  agencies,  the  program's 
administrative  agents  in  Connecticut,  to  determine  eligibility  for  the  utilities'  winter 
protection  programs.   At  the  time  of  eligibility  determination,  eligible  households  are 
also  referred  to  other  related  services  offered  by  the  program  administrative  agencies 
including  Head  Start,  commodities,  budget  counseling,  and  housing  programs. 

Maine  has  implemented  a  one-stop  shopping  approach  to  the  delivery  of  program 
services.    Eligible  clients  are  able  to  apply  for  LIHEAP,  as  well  as  other  related 
services  including  weatherization,  transportation,  budget  counseling,  health  services, 
family  development,  education  and  job  training,  and  homelessness  prevention.   By 
administering  all  of  these  services  as  part  of  an  umbrella  of  related  programs,  Maine 
has  been  able  to  significantly  reduce  administrative  costs. 

Massachusetts  has  developed  several  innovations  and  adaptations  to  improve  service 
delivery.   These  have  included  the  use  of  mail  recertification  and  a  single  application 
for  all  energy  assistance  programs  offered  through  local  program  operators.   These 
measures  and  efficiencies  were  necessary  to  keep  up  with  the  demand  of  processing 
170.000  applications  over  a  five-month  period.   The  Massachusetts  program  has  also 
achieved  concurrent  enrollment  in  utility-sponsored  discount  rates  for  LIHEAP 
recipients  by  virtue  of  their  LIHEAP  eligibility.   This  referral  process  results  in 
administrative  efficiency  and  cost  savings  to  recipients.   In  addition,  their  oil  bid  and 
margin-over-rack  oil  pricing  methods  have  helped  contain  costs  for  oil  heat 
households. 
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The  New  Hampshire  LIHEAP  program  takes  a  multifaceted  approach  in  delivering 
program  services.   The  program  coordinates  its  outreach  activities  with  local 
governments,  which  not  only  saves  administrative  money,  but  greatly  improves 
targeting  efforts  for  the  most  vulnerable  populations.    As  a  result,  a  qualified  LIHEAP 
household  not  only  receives  a  meaningful  benefit,  but  also  is  provided  access  to 
financial  and  energy  counseling,  weatherization,  home  improvement  loans  and  a 
variety  of  family  related  services. 

New  Jersey  is  maximizing  its  use  of  diminishing  administrative  monies  and  reduced 
benefit  levels  by  initiating  a  partnership  with  utility  companies  to  avoid  shutoffs.    In 
addition.  New  .Jersey's  utilities  and  LIHEAP  are  providing  an  additional  safety  net 
against  shutoffs  for  eligible  households  who  have  been  experiencing  reduced  benefit 
levels.    Emergency  assistance  for  utility  shutoff  clients  has  also  been  increased. 

New  Hampshire's  has  also  developed  several  innovative  approaches  to  helping  the 
working  poor  from  falling  into  poverty.   This  effort  has  had  some  very  dramatic 
results  and  there  is  strong  evidence  to  suggest  that  the  program  benefit  that  these 
families  receive  allows  them  to  regain  their  financial  footing.   To  reinforce  self- 
reliance,  the  highest  benefit  in  New  Hampshire  is  available  to  only  those  households 
that  make  regular  payments  to  their  energy  supplier. 

New  York  has  redesigned  its  Home  Energy  Assistance  Program  (HEAP)  to 
accommodate  program  funding  reductions  and  to  give  priority  and  ease  of  access  to  its 
vulnerable  HEAP-eligible  population.   Vulnerable  households  contain  a  member  who 
is  elderly,  disabled  and/or  under  six  years  of  age.    Priority  is  given  through  a  mail-in 
application  process  and  automatic  payments.    During  FY  1996,  approximately  400,000 
vulnerable  households  received  a  regular  benefit  without  having  to  file  a  paper 
application,  saving  time  and  administrative  costs.   In  addition,  because  the  HEAP 
eligibility  process  is  utilized  by  other  state  programs  in  determining  participation, 
significant  administrative  costs  are  avoided  by  the  elimination  of  duplicative 
applications. 

New  York  also  earmarks  15  percent  of  its  LIHEAP  allocation  for  weatherization  and 
other  energy-related  home  repairs.   This  includes  a  furnace  replacement  component  for 
high  priority  households.    Inoperable  and/or  dangerous  furnaces  are  replaced  with 
higher  efficiency  models  which  prevent  potential  injury  or  loss  of  life  while  also 
conserving  fuel  over  the  long  term. 

Pennsylvania  has  established  a  project  combining  weatherization  and  LIHEAP  crises 
services  into  one  agency  in  order  to  better  serve  program  clients  with  life-  or 
health-threatening  situations.    Services  are  provided  for  clients  who  need  emergency 
furnace  or  other  repairs  or  have  energy  supply  types  of  crisis  situations.    Assistance  is 
provided  within  48  hours  for  crisis  situations  or  18  hours  if  the  situation  is  considered 
to  be  life-  or  health-threatening. 

Rhode  Island  has  reduced  LIHEAP  administrative  costs  by  consolidating  program 
offices  and  by  making  assistance  payments  directly  to  regulated  utilities  rather  than 
through  local  providers,  thereby  eliminating  a  separate  administrative  fee.    Rhode 
Island  has  also  established  a  centralized  data  base  of  client  applications  to  better  track 
expenditures  and  households  served. 

Vermont  has  a  24-hour  staff  to  handle  fuel  emergencies,  helping  to  avert  potential 
tragedy  and  costly  property  damage.   Moreover,  closer  links  between  LIHEAP  and 
state  energy  efficiency  programs  have  been  developed  recently.    LIHEAP  households 
now  receive  priority  treatment  for  weatherization  services,  which  cut  heating  bills  on 
average  20  percent.     In  addition,  the  state-funded  Weatherization  Program  installs 
electric  efficiency  measures  on  behalf  of  regulated  utilities,  producing  even  more 
savings.   These  are  examples  of  how  a  modicum  of  federal  investment  can  leverage 
state  and  private  dollars. 


568 


As  part  of  the  Northeast's  effort  to  identify  and  reduce  program  costs,  the  region's 
state  LIHEAP  directors  also  meet  periodically  through  CONEG.    The  purpose  of  these 
meetings  is  to  share  information  on  effective  strategies  for  delivering  program  services, 
identify  model  approaches  for  increasing  private  sector  funding,  and  developing  regional 
program  policies. 

The  CONEG  Governors  are  concerned  about  recent  statements  made  that  LIHEAP 
assistance  could  be  eliminated  or  severely  scaled  back  because  of  the  perceived  decline  in 
energy  prices.    While  there  has  been  a  small  decline  in  some  prices,  the  drop  does  not  even 
begin  to  cover  the  reduction  in  program  assistance.   Since  1985,  the  peak  year  for  program 
funding,  assistance  has  declined  from  $2.1  billion  to  $1.1  billion  ($900  million  in 
appropriations  plus  $180  million  in  emergency  funds)  for  the  current  fiscal  year. 
Even  at  peak  funding  levels  the  program  did  not  have  sufficient  funds  to  reach  all  of  the 
eligible  households.   Currently,  only  about  20  percent  of  all  eligible  households  receive 
program  assistance. 

As  the  Senate  begins  its  consideration  of  the  FY  1997  Labor,  Health  and  Human 
Service,  Education  and  Related  Agencies  Appropriations  bill,  the  CONEG  Governors  urge  the 
Subcommittee  to  provide  an  adequate  level  of  funding  for  FY  1997.  This  is  necessary  due  to 
the  continuing  uncertainty  in  energy  prices  and  the  continuing  demand  for  program  services 
among  the  low-income  employed,  elderly,  and  disabled.  In  addition,  the  CONEG  Governors 
urge  the  Subcommittee  to  consider  providing  advance  funding  for  LIHEAP  because  it  allows 
states  to  adequately  plan  their  program  operations  prior  to  the  start  of  the  winter  heating 


CONEG  is  pleased  to  have  had  the  opportunity  to  share  its  views  with  the 
Subcommittee,  and  stands  ready  to  provide  any  additional  information  about  the  importance  of 
LIHEAP  in  meeting  the  home  heating  needs  of  the  low-income,  disabled  and  elderly  residents 
of  the  Northeast. 

STATEMENT  OF  THE  COOLEY'S  ANEMLA  FOUNDATION 

I  am  pleased  to  submit  this  written  testimony  on  behalf  of  the  Cooley's  Anemia  Foundation. 
As  a  Cooley's  anemia  patient,  and  Director  of  Patient  Services  for  the  Foundation.  I  appreciate  the 
opportunity  to  once  again  put  forth  our  agenda.  The  Cooley's  Anemia  Foundation  has  testified  before 
the  Committee  for  well  over  a  decade  about  Cooley's  anemia  research,  patient  care,  and  public 
education 

Before  I  begin,  I  want  to  express  our  sincere  thanks  for  this  Committee's  tremendous 
leadership  on  behalf  of  biomedical  research.  It  is  indeed  heartening  for  our  patients  and  families  to 
know  that  the  members  of  this  Committee,  and  in  particular  it's  Chairman,  are  so  committed  to 
ensuring  that  appropriate  funding  is  available  to  move  forward  on  research  into  diseases  such  as 
Cooley's  anemia. 

Cooley's  anemia  is  a  genetic  blood  disease.  The  World  Health  Organization  identifies 
Cooley's  anemia  as  the  most  common,  lethal  inherited  blood  disease  worldwide.  There  are  estimated 
to  be  more  than  2  million  genetic  trait  carriers  in  the  US  alone 

Before  going  on  to  cover  our  research  priorities,  I  would  like  to  note  that  the  leadership 
provided  by  the  NIH,  particularly  by  Dr.  Lenfant  at  NHLBI  and  Dr.  Gorden  at  NIDDK,  in  responding 
to  the  needs  of  the  Cooley's  anemia  patients  is  exemplary.  Their  doors  are  always  open  to  us,  they 
take  the  time  to  meet  with  us  and  discuss  our  concerns  and  we  just  want  you  to  know  from  our 
perspective  that  they  are  doing  a  great  job 

As  you  know,  research  is  a  cumulative  effort  and  often  the  results  of  basic  research  can  be 
applied  in  unforeseen  ways.  The  NHLBI  recently  produced  an  excellent  update  on  Cooley's  anemia 
research  That  report  concludes  that  many  of  the  landmark  advances  in  biomedical  research  can  be 
traced  back  to  basic  research  in  Cooley's  anemia  Cooley's  anemia  patients  were  the  earliest 
contributors  to  understanding  the  molecular  basis  of  blood  disorders  such  as  Sickle  Cell  Disease. 
Cooley's  anemia  research  also  has  helped  to  improve  the  care  of  all  patients  who  need  blood 
transfusions  because  our  patients  represent  the  largest  group  of  continuously  transfused  patients 
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AJI  of  the  areas  covered  in  this  testimony  are  included  as  part  of  the  recommendations  of  the 
distinguished  scientific  panel  Dr  Lenfant  convened  to  create  the  recently  published  progress  report, 
titled  "Cooley's  Anemia:  Progress  in  Biology  and  Medicine  -  1995  "  That  report  was  requested  by 
this  Committee  two  years  ago 

1.  Oral  Iron  Chelators 

A  major  priority  of  the  Cooley's  Anemia  Foundation  is  the  development  of  an  oral  iron 
chelator  This  is  important  because  our  patients  have  to  undergo  red  blood  cell  transfusions  several 
times  a  month,  which  causes  iron  to  build  up  in  our  major  organs  Iron  build-up  continues  to  lead 
to  early  death 

A  major  advance  occurred  with  the  introduction  of  the  drug  desferal,  which  removes  a  portion 
of  the  iron  However,  desferal  must  be  infiised  over  a  period  often  to  twelve  hours  or  more  everyday 
As  you  can  imagine,  this  is  a  constant  challenge  for  patients  Over  time,  other  problems  develop  as 
well,  including  allergic  reactions,  painful  infusion  sites,  as  well  as  running  out  of  sites,  causing  further 
complications 

Because  of  the  long  time  support  of  the  Congress  for  research  aimed  at  developing  an  iron 
chelator  that  patients  could  take  orally,  we  are  in  the  midst  of  the  first  clinical  trial  on  the  iron  chelator 
compound  known  as  L-1.  due  for  completion  October  1,  1996  While  we  remain  hopeful,  I  want  you 
to  know  this  is  a  frustrating  time  as  well  The  search  has  gone  on  for  many  years  and  there  has  not 
been  an  advance  since  desferal  was  introduced  in  the  mid-'70s. 

Toxicity  research  which  led  to  this  clinical  trial  was  sponsored  by  NTDDK.  Let  me  clearly 
state  that  this  research  would  not  have  been  done  had  it  not  been  for  the  support  of  the  Congress  -- 
and  the  NTDDK  There  is  just  not  enough  economic  incentive  for  the  pharmaceutical  industry,  since 
this  an  orphan  drug,  to  engage  in  research  of  this  type.  We  need  your  continued  support  to  ensure 
this  research  moves  forward  It  is  our  request  that  NTDDK  renew  toxicity  studies  as  well  as  initiate 
new  research  on  methods  to  remove  iron  from  the  body. 

2.  New  Technology  for  Measuring  Iron  Overload  through  NEDDK 

Accurate  measurements  of  iron  concentrations  are  needed  to  most  efifectively  deal  with  iron 
overload  The  most  frequently  used  method  measures  serum  ferritin,  which  is  a  test  detects  iron  in 
the  free  flowing  blood.  This  method  cannot  measure  the  level  of  iron  in  the  major  organs 

One  device,  known  as  the  SQUTD,  measures  iron  in  the  liver,  but  cannot  measure  iron  within 
the  heart.  Iron  overload  in  the  heart  is  one  of  the  major  causes  of  death  New  methods  of  non- 
invasive measurement  need  to  be  developed. 

We  strongly  recommend  that  funds  be  included  for  NTDDK  that  would  fund  a  major  effort 
aimed  at  developing  a  more  accurate  and  non-invasive  test  for  iron  measurement  in  the  major  organs 
-  especially  the  heart  These  tests  can  be  used  by  patients  with  hemoi;hromatosis  and  other  forms 
of  anemia. 

3.  Blood  Transfusion  Technology  and  Blood  Safety 

As  a  patient,  I  receive  thirty-four  transfusions  of  red  blood  cells  per  year  This  is  an  average 
amount  of  transfusions  for  patients  It  is  extremely  important  to  us  that  research  aimed  at  improving 
the  technology  associated  with  blood  transfusions,  as.  well  as  to  insure  the  safety  of  our  blood  supply, 
be  strengthened 

Hepatitis  is  a  major  concern  In  particular  Hepatitis  C  warrants  further  research  aimed  at 
developing  a  vaccine 

A  number  of  our  patients  continue  to  be  at  risk  for  HIV,  so  efforts  aimed  at  improved 
screening  reliability  continue  to  be  warranted.  We  note  the  leadership  of  the  NHLBI  in  this  area  - 
most  recently  through  its  sponsorship  of  a  major  conference  on  the  safety  of  the  nation's  blood 
supply 

We  request  NHLBI  initiate  research  on  a  hepatitis  C  vaccine  and  other  strains,  and  continue 
to  be  diligent  in  efforts  to  ensure  the  safety  of  our  blood  supply 

4.  Establishment  of  a  Clinical  Research  Network 

For  the  last  several  years  we  have  advocated  the  development  of  a  clinical  network,  under  the 
auspices  of  NHLBI,  to  provide  a  strong  base  for  future    clinical  research  efforts    This  clinical 
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network  would  allow  for  the  more  rapid  translation  of  the  many  advances  in  basic  research  during 
the  past  decades  into  new.  and  potentially,  life  saving  therapies.  The  clinical  trial  of  a  new  oral  iron 
chelator,  being  tested  with  US.  patients,  demonstrates  the  clear  need  to  have  the  >4HLBI  move 
forward  with  its  plans  at  this  time 

Experts  believe  we  are  close  to  many  new  major  advances  such  as  gene  therapy  ~  so  this 
network  --  when  fully  established  -  will  ensure  that  a  broad  geographical  cross  section  of  qualified 
US.  patients  can  quickly  enroll  in  approved  clinical  trials. 

We  are  not  seeking  new  building  construction  or  major  expenditures  of  funds.  This  clinical 
network  can  be  implemented  in  existing  institutions  matched  to  areas  with  a  base  population  of 
Cooley's  anemia  patients. 

We  request  that  the  Committee  ask  NHLBI  to  provide  a  list  of  where  these  centers  will  be 
located  and  consider  the  largest  geographic  concentrations  of  thalassemia  patients  in  naming  this 
network. 

5.         Fetal  Hemoglobin  Enhancement 

This  promising  research  is  aimed  at  enhancing  fetal  hemoglobin  production  which  may  thereby 
ease  the  anemia  associated  with  this  disease,  and  eliminate  the  need  for  transfusions.  Considerable 
investigation  currently  is  underway  to  develop  new  switching  agents. 

We  request  funding  be  provided  to  NHLBI  and  NIDDK  to  continue  aggressive  research 
eflForts  in  this  area. 

6.  Bone  Marrow  Transplantation  Research 

We  are  strongly  supportive  of  research  efforts  in  bone  marrow  transplantation.  A  small 
number  of  Cooley's  patients  have  been  cured  through  bone  marrow  transplants.  The  procedure  at  this 
time  is  limited,  however,  because  it  carries  with  it  a  high  number  of  risks.  Further  limiting  its 
availability  is  the  fact  that  because  it  is  still  considered  experimental  it  is  not  covered  by  many 
insurers. 

We  ask  the  Committee  to  support  ongoing  NIH  research  in  this  area  and  encourage 
Congress  to  address  the  issue  of  wider  coverage  for  bone  marrow  transplants. 

7.  Gene  Therapy  Research 

Exciting  research  in  the  area  of  gene  therapy  has  brought  us  hope  of  a  realization  of  a  cure 
for  Cooley's  anemia  through  the  correction  of  the  underlying  molecular  defect  in  this  disease.  We 
know  that  this  is  a  long  term  research  efifort,  and  we  encourage  you  to  continue  to  appropriately  fund 
these  eflForts  We  strongly  support  work  done  at  NHLBI,  through  the  leadership  of  Dr.  Lenfant, 
particularly  in  the  area  of  stem  cell  research. 

8.  Hormone  Therapy  Research 

The  necessity  of  hormonal  therapy  as  a  medical  treatment  is  becoming  more  apparent  now 
that  patients  are  living  through  their  teens.  However,  research  into  the  medical  and  psychosocial 
effects  or  benefits  of  the  treatment  has  been  limited,  in  part  due  to  the  fact  that  young  adults  with  the 
disease  only  now  are  reaching  the  age  at  which  study  in  this  area  is  feasible.  Researchers  need  to 
assess  the  potential  medical  and  psychosocial  effects  of  the  therapy  in  terms  of  self-esteem,  body 
image,  social  relations,  and  sexuality.  We  ask  the  Congress  to  request  NHLBI  to  intitate  research 
efforts  in  this  area. 

With  your  continued  support,  we  are  confident  that  the  efforts  to  find  a  cure  for  Cooley's 
anemia  will  certainly  lead  the  way  toward  cures  in  other  diseases.  Our  hope  is  always  tempered  by 
the  day  to  day  reality  of  dealing  with  Cooley's  anemia.  Patients  are  still  dying  while  in  their  twenties. 
We  still  have  the  challenges  of  wanting  to  work,  but  having  difficulty  While  this  is  outside  the  area 
of  research,  let  me  point  out  to  this  committee  the  need  to  do  away  with  the  Medicaid  income 
restrictions. 

I  would  like  to  convey  to  the  Committee  that  we  will  be  holding  our  seventh  international 
symposium  on  Cooley's  anemia  in  New  York  in  1997.  The  event  is  coordinated  by  the  New  York 
Academy  of  Sciences  and  the  Cooley's  Anemia  Foundation. 


571 


This  conference  brings  together  clinicians,  ciinica]  researchers,  basic  scientists  and  allied 
heaJth  personnel.  It  is  important  in  as  far  as  it  is  the  one  place  where  everyone  involved  in  Cooley's 
anemia  research  worldwide  is  brought  together  to  review  and  discuss  current  research. 

In  the  past,  NHLBI  and  >fIDDK  have  contributed  greatly  to  these  symposiums  We  will  again 
be  applying  for  supporting  fijnds  and  hope  the  Committee  will  encourage  grant  funding  from  these 
institutes 

Finally,  we  would  like  to  encourage  at  least  a  6  5  %  increase  for  NTH  overall,  in 
keeping  with  The  Ad  Hoc  Group  on  Medical  Research's  recommendation. 

Thank  you  for  the  opportunity  to  submit  this  written  testimony 

STATEMENT  OF  THE  ASSOCIATION  OF  UNIVERSITY  PROGRAMS 
IN  OCCUPATIONAL  HEALTH  AND  SAFETY  [AUPOHS] 
Mr  Chairman: 


The  following  testimony  is  presented  in  support  of  appropriations  for  the  National 
Institute  for  Occupational  Safety  and  Health  (NIQSH)  on  behalf  of  the  Asiodation  of 
University  Programs  in  Occupational  Health  and  Safety  (AUPOHS)  and  m  conjunction 
with  the  National  Occupational  Safety  and  Health  Education  Association  (NOSHEA). 

AUPOHS  represents  14  multi-disciplinary,  university-based  Educational  Resource 
Centers  (ERCs).  Most  centers  axe  collaborative  efforts  among  several  institutions  in 
their  respective  regions.  NOSHEA  represents  42  smaller,  single-disdpline  Training 
Program  Grants  (TPGs)  distributed  throughout  the  U.S.  The  combined  ERC-TPG 
efforts  thus  involve  56  programs  that  account  for  virtually  all  the  nation's  professional 
education  and  spedalty  training  in  occupational  health  and  safety,  helping  NIOSH  to 
meet  its  mandate  by  delivering  "...educational  programs  to  provide  an  adequate  sup- 
ply of  qualified  personnel  to  carry  out  the  purposes  of  the  Act"  (Occupational  Safety 
and  Health  Act  of  1970).  This  degree  of  nationally  coordinated  professional  education 
in  occupational  safety  and  health  is  unequaled  in  any  other  country.  These  programs 
also  provide  research  training  and  conduct  most  of  the  occupational  health  and  safety 
research  performed  in  academic  institutions. 

As  their  name  implies,  the  ERCs  are  regional  resources  for  all  parties  involved  with 
occupational  health  and  safety — industry,  labor,  government,  academia,  the  general 
public.  In  the  last  five  years,  NlOSH-supported  professional  education  programs  grad- . 
uated  about  2,700  safety  and  health  professionals,  and  continuing  education  courses 
had  more  than  150,000  attendees. 

The  ERC  program  was  reviewed  by  the  Office  of  the  Inspector  General,  DHHS  in 
1995  and  the  report  affirmed  the  usefulness  of  these  programs  in  producing  graduates 
pursuing  careers  in  occupational  safety  and  healtli. 


THE  CURRENT  MANPOWER  SHORTAGE 

Notv\rithstanding  the  mandate  of  the  OSH  Act  to  provide  adequate  qualified  person- 
nel, and  the  substantial  activities  of  the  ERC-TPG  programs,  there  exist  today  ongoing 
shortages  of  qualified  occupational  health  and  safety  professionals  in  all  spedalties. 
These  defidencies  have  always  been  present  but  have  worsened  progressively  over  the 
last  decade.  This  worsening  can  be  traced  directly  to  the  Congress  failing  to  fund  ade- 
quately NTOSH's  Training  Line  which  supports  the  educational  grants  programs. 

For  e.xample,  a  limited  number  of  occupational  medicine  specialists  are  trained  each 
year  in  the  nation's  36  occupational  medidne  rcsidendes.  All  but  one  of  these  residen- 
des  are  located  in  NlOSH-supported  programs  (the  exception  is  a  U.S.  Army  program) 
and  each  is  supported  by  NIOSH  at  levels  far  below  the  actual  cost  of  training.  In  1991, 
owing  to  the  lack  of  funds  to  support  such  residency  programs,  there  were  only  161 
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physicians  engaged  fiill-time  in  occupational  medicine  training.  From  these  two-year 
residency  programs  about  70  physicians  per  year  achieve  specialty  certification  by  the 
American  Board  of  Preventive  Medicine.  This  total  output  for  tixe  country  contrasts 
strikingly  with  the  national  need  for  occupational  physicians. 

In  1991,  the  Institute  of  Medidne  (lOM)  issued  a  report  on  the  manpower  shortage 
in  occupational  and  environmental  medicine.  This  report'  estimated  that  the  number  of 
active  occupational  medidne  spedalists  was  between  1,200  and  1,500  (or  roughly  one 
physidajn  per  80,000  active  workers  and  20,000  retired  or  disabled  workers).  The  lOM 
estimated  a  need  for  3,100  to  4,700  physidans — a  net  defidt  of  1,600  to  3300  qualified 
occupational  physidans.  In  other  words,  we  needed  to  inaease  the  number  of  trained 
physidans  by  two-  to  three-fold  just  to  meet  the  demand  in  1991. 

The  national  demand  for  industrial  hygienists  may  be  even  greater.  Industries  are 
having  problems  recruiting  suffident  qualified  industrial  hygienists  and  must  offer  un- 
usually high  salaries  to  attract  recent  graduates  from  our  programs.  The  aggressive 
demand  of  industry  is  drawing  indiistrial  hygienists  away  from  regulatory  agendes, 
academia,  and  other  institutions,  resulting  in  shortages  in  key  areas.  Similar  defiden- 
des  in  the  supply  of  qualified  occupational  health  nurses  and  safety  professionals  have 
been  discussed  by  their  respective  professional  organizations.  The  funding  support 
from  ^flOSH  to  train  manpower  in  each  of  these  occupational  safety  and  health  profes- 
sions is  seriously  defident. 


THE  ONGOING  EPIDEMIC  OF  WORK-RELATED  ILLNESSES  AND  INJURIES 

Occupational  hazards  have  become  increasingly  complex  and  affect  a  greater  num- 
ber of  workers  today  than  ever.  Lost  workdays  in  the  private  sector,  for  example,  con- 
tinue to  increase  dramatically^  (Figtire  1).  The  Bureau  of  Labor  Statistics  (BLS)  reports 
that  lost  workdays  per  100  workers  per  year  have  inaeased  from  58.5  in  1983,  to  89.0  in 
1993 — a  steady,  unchecked  increase  of  nearly  50%  over  that  ten-year  period. 

Workers  killed  on  the  job  number  about  10,000  per  year,  and  another  50,000  to 
70,000  die  from  diseases  such  as  cancer,  limg  diseases,  kidney  failure,  and  neurological 
impairment.  Total  deaths  from  work-related  injuries  and  diseases  are  thus  60,000  to 
80,000  per  year  (or  about  three  to  four  times  the  current  number  of  deaths  per  year  from 
AIDS).' 

Non-fatal  injuries  and  occupational  diseases  affect  several  million  more  U.S.  workers 
each  year.  Musculoskeletal  disorders  alone  cause  disability  to  about  1.2  million  workers 
annually,  while  occupational  injuries  disable  another  3.3  million  each  year.'  The 
tragedy  of  this  is  that  most  work-related  fatalities,  injuries,  and  diseases  can  be  pre- 
vented by  more  effective,  professionally  directed,  health  and  safety  programs.  When 
hazardous  conditions  are  identified,  it  requires  highly  skilled,  broadly  trained  profes' 
sionals  to  evaluate  the  causes  of  injuries  and  illnesses  so  that  effective  and  low-cost 
remedies  can  be  implemented.  Our  present  level  of  professional  education  and  training 
is  simply  not  producing  suffident  numbers  of  people  to  perform  these  critical  fimctions. 

It  needs  be  emphasized  also  that  the  annual  cost  of  occupational  injuries  and  illnes- 
ses in  our  country  is  huge.  Ultimately,  these  are  public  costs,  borne  directly  by  wage 
earners  and  tax  payers,  and  indirectly  through  increased  costs  to  industry  that  are  pass- 
ed on  to  consumers  in  the  prices  of  goods  and  services.  The  National  Safety  Council  has 
estimated  that  fatal  and  non-fatal  injuries  alone  accounted  for  more  than  $130  billion  in 
total  costs  in  1994,'  while  the  total  costs  for  all  work-related  illnesses  are  probably  in  the 
range  of  $80-100  billion.  Thus  the  complete  costs  to  the  nation,  induding  direct  and  in- 
direct expenses,  of  occupational  illnesses  and  injuries  probably  exceeds  $200  billion,  or 


'  Institute  of  Medicine.  Addressing  the  Physician  Shortage  in  Occupational  and  Environmental  Medicine. 
National  Academy  of  Science:  Washington,  DC,  1991. 

'  National  Safety  Gsuncil.  Accident  Facts.  1994  Edition. 
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more  than  $1,700  for  each  American  worker.  Yet  despite  being  the  primary  focus  for 
occupational  disease  and  injury  prevention  in  the  country,  NIOSH  receives  only  about 
one  dollar  per  worker  per  year  for  its  mission  of  research,  professional  education,  and 
outreach.  In  other  words,  the  federal  government  spends  a  dollar  on  preventing  occupa- 
tional injuries  and  illnesses  per  $1,700  or  more  in  total  costs. 

The  severe  financial  drain  on  businesses  and  the  economy  created  by  occupational 
injuries  and  diseases,  as  well  as  the  personal  burden  of  ill  health  borne  by  workers  and 
their  families,  cannot  be  solved  solely  by  adjusting  insurance  costs  or  other  economic 
measures.  Much  is  said  today  about  the  crises  in  health  care  and  workers'  compertsa- 
tion,  and  the  need  to  reduce  these  costs.  Prevention  of  even  a  modest  portion  of  tfie  an- 
nual occupational  injxiries,  diseases,  and  deaths  would  produce  marked  dividends  that 
could  be  measured  in  terms  of  reducing  the  burden  of  workers'  compensation  and  de- 
creasing costs  of  health  care.  Such  prevention  requires  knowledge  (through  basic  and 
applied  research)  and  professional  manpower.  The  most  cost-effective  way  to  achieve 
the  necessary  increase  in  practicing  professionals  and  research  specialists  is  to  increase 
the  level  of  fvinding  for  NTOSK 

The  last  five  years  of  level  funding,  plus  the  net  reduction  by  two-thirds  in  real  dol- 
lars appropriated  since  1980,  has  created  a  serious  problem  for  our  continued  operatioiv. 
The  current  awards  for  the  ERC-TPG  programs  cover  less  than  one-third  of  the  actual 
operating  costs  for  each  grantee.  At  times  when  federal,  state,  and  private  funding 
sources  are  all  stressed,  some  centers  vnll  be  unable  to  continue  subsidizing  the  majority 
of  their  institutional  costs  for  training  professionals  in  occupational  health  and  safety. 
There  is  a  real  possibility  that  some  centers  will  cease  to  exist.  This  will  be  a  major 
problem  for  the  nation  at  a  time  when  it  needs  increased  manpower  and  expertise  in  oc- 
cupational health  and  safety. 

The  funding  problem  extends  to  the  NIOSH  Research  line.  Occupational  safety  and 
health  problems  are  changing  constantly  and  new  information  (through  applied  and 
basic  research)  is  needed  to  address  emerging  concerns.  Without  a  strong  research 
agency  supported  by  research  in  the  nation's  leading  academic  institutions,  this  country 
will  be  less  and  less  prepared  to  deal  with  problems  arising  from  emerging  technology 
and  new  materials  being  introduced  into  the  workplace.  Experience  has  shown  that  it  is 
far  more  efficient  and  cheaper  to  anticipate  problems  before  they  occur,  and  take  pre- 
ventive action,  rather  than  react  to  such  issues  once  they  appear. 

THE  INSPECTOR  GENERAL'S  REPORT^ 

In  1994-1995,  as  the  result  of  a  request  expressed  by  the  Senate  Appropriation  Sub- 
committee, the  Office  of  the  Inspector  General  in  DHHS  conducted  a  review  of  ERCs 
with  particular  reference  to  their  effectiveness  in  producing  graduates  for  the  field  of 
occupational  safety  and  health. 

The  following  findings  were  reported  by  the  Inspector  general. 

1 .  Most  NIOSH-supported  graduates  pursued  occupational  safety  and  health 
careers.  Overall,  more  than  80  percent  of  graduates  were  active  in  occupational 
safety  and  health. 

2.  About  half  (52  percent)  of  the  NIOSH-supported  graduates  pursued  occupational 
safety  and  health  careers  in  private  organizations;  45  percait  pursued  careers  in 
government  or  academia;  and  a  small  fraction  in  other  settings. 

3.  NIOSH-supported  graduates  considered  ERG  training  to  be  high  quality. 


Office  of  Inspector  General.  Department  of  Health  and  Human  Services.  CDC't  Educational  Resource  Centers. 
1995 
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The  Inspector  General's  report  conduded  that  "...ERCs  successfully  train  and  grad- 
uate students  in  occupational  safety  and  health."  The  report  also  noted  that  ERCs  ob- 
tained $21.4  million  from  non-NIOSH  sources  of  funding  during  the  199S-1994  program 
year,  compared  with  $9.09  million  in  NIOSH  support.  "For  every  NIOSH  dollar,  ERCs 
obtained  $235  from  non-NIOSH  sources." 

In  conclusion,  Mr.  Chairman,  we  believe  that  our  programs  are  effective  and  effi- 
cient in  their  use  of  public  funds,  as  shown  by  the  recent  review  of  the  Office  of  the  In- 
sfjector  General. 

Our  centers  of  education  provide  an  important  service  to  the  nation,  but  our  efforts 
are  severely  limited  by  the  funding  we  receive.  Our  programs  have  successfully  lever- 
aged NIOSH  funds  to  the  extent  we  can,  but  ongoing  and  increased  NIOSH  support 
will  be  necessary  to  address  the  persisting  shortages  of  health  and  safety  professionals 
and  the  continuing,  serious,  safety  and  heilth  problems  in  the  workplace. 


STATEMENT  OF  DR.  PAUL  BUNN,  ON  BEHALF  OF  THE 
ASSOCIATION  OF  AMERICAN  CANCER  INSTITUTES 

INTRODUCTION 

Mr  Chairman,  Members  of  the  Subcommittee,  ladies  and  gentlemen,  I  want  to  thank  you  for  the 
opportunity  to  appear  before  you  on  behalf  of  the  Association  of  American  Cancer  Institutes.  My 
name  is  Dr  Paul  Bunn,  President  of  the  Association  of  American  Cancer  Institutes  and  Director 
of  the  University  of  Colorado  Cancer  Center.  The  Association  of  American  Cancer  Institutes 
represents  all  of  the  National  Cancer  Institute-designated  comprehensive,  clinical,  basic  science 
and  consortium  Cancer  Centers  throughout  the  nation-some  55  in  all.  AACI  also  represents  an 
additional  23  academic  institutions  with  significant  cancer  care  and  research  programs 

First,  on  behalf  of  AACI.  I  want  to  thank  you  for  your  tremendous  leadership  on  behalf  of 
biomedical  research.  The  nation's  Cancer  Centers  applaud  you  and  thank  you 

CANCER  CENTERS'  ROLE  CV  THE  NATIONAL  CANCER  PROGRAM 

Considerably  more  than  50%  of  the  research  supported  by  the  National  Cancer  Institute  is 
conducted  at  the  88  Centers  represented  by  the  Association  of  American  Cancer  Institutes    And 
this  research  has  paid  big  dividends    Discoveries  at  these  Centers  have  dramatically  improved 
survival  rates  for  childhood  leukemias,  Hodgkin's  disease,  non-Hodgkin's  Lymphomas,  and 
testicular  cancer,  among  others    Discoveries  at  these  Centers  also  have  led  to  the  early  diagnosis 
of  breast,  prostate  and  colorectal  cancer  through  new  screening  techniques  and  understanding  of 
the  genetic  basis  of  many  cancers 

Because  of  the  foresight  of  Congress,  these  Centers  are  geographically  dispersed  throughout  the 
country,  and,  in  essence,  provide  the  national  infrastructure  for  state-of-the-art  cancer  care. 
Cancer  Centers  are  an  integral  part  of  the  local  health  delivery  network,  yet  are  able  to  draw  upon 
national  resources  through  their  contacts  with  organizations  such  as  the  AACI  and  the  NCI.  Such 
a  network  allows  for  a  rapid  study  and  approval  process  for  critical  new  drugs,  such  as  Taxol. 
The  development  of  new  drugs  like  Taxol  through  the  Cancer  Centers  network  greatly  assists  the 
pharmaceutical  industry  in  the  United  States  to  maintain  its  premier  status    Of  primary  concern, 
though,  the  network  helps  us  serve  patients. 

The  national  Cancer  Centers  network  has  been  critical  in  the  development  and  expansion  of  our 
biotechnology  industry    In  fact,  if  you  looked  at  a  map  you  would  see  the  greatest  concentration 
of  biotechnology  companies  located  in  hubs  anchored  by  Cancer  Centers.   It  has  taken  a  quarter 
of  a  century  to  develop  this  infrastructure  and  build  it  to  its  present  level  of  excellence.  I  am 
certain  you  will  agree,  it  is  in  the  national  interest  to  maintain  and  strengthen  the  Cancer  Center 
network  that  you  and  your  predecessors  helped  put  in  place  and  nurture. 
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CANCER  CENTERS  AND  MANAGED  CARE 

Our  evolving  health  care  system,  with  its  emphasis  on  managed  care,  may  ultimately  effect  the 
manner  and  speed  in  which  advances  in  cancer  treatment  are  produced.  This  is  of  great  concern 
to  Cancer  Centers,  the  pharmaceutical  and  biotechnology  industries,  and,  most  importantly,  to 
patients    At  the  same  time  government  support  for  our  research  is  being  constricted,  managed 
care  threatens  us  in  several  ways 

Guaranteed  access  to  state-of-the-art  Cancer  Centers 

Managed  care  restricts  access  to  Cancer  Centers    If  cancer  patients  are  not  allowed  second 
opinions  from  the  nation's  cancer  experts  and  not  allowed  the  choice  to  seek  state-of-the-art 
cancer  treatment  through  an  NCI-designated  cancer  center,  such  treatment  will  be  available  only 
to  affluent  patients  who  can  afford  special  insurance  coverage    Not  only  would  this  negate  the 
last  25  years  we  have  spent  establishing  a  national  infrastructure  for  state-of-the-art  cancer  care,  it 
would  be  particularly  detrimental  to  minorities,  medically  underserved  populations,  and  older 
Americans  -  high  priority  populations  that  would  find  it  particularly  difficult  to  affiard  such  care 

Investigational  treatment  coverage 

Another  key  issue  is  that  of  the  arbitrary  nature  of  coverage  for  routine  care  involved  in  NCI- 
approved  protocol  study  treatments.  Most  often,  these  studies  compare  effective  therapies,  or 
evaluate  established  drugs,  hormones  or  biologies  for  new  cancer  treatment  indications.  Cancer 
Centers  need  adequate  reimbursement  for  the  routine  patient  care  costs  associated  with  this 
clinical  cancer  research    This  includes  necessary  clinical  tests,  new  or  off-label  medications,  and 
for  the  care  provided  by  medical  and  allied  health  personnel. 

Patients  cannot  be  expected  to  pay  for  routine  care  costs,  nor  can  research  funding  from 
government  or  industry    We  are  pleased  that  DOD  recently  has  dealt  with  this  issue  by  calling  on 
CHAMPUS  to  cover  routine  costs   We  would  hope  this  would  be  extended  to  the  rest  of  the 
population    Cancer  Centers  are  finding  it  more  and  more  difficult  to  get  reimbursement  for  the 
clinical  research  they  must  conduct,  and  it  threatens  our  future  progress  in  the  war  on  cancer. 

Unique  costs  of  research 

There  are  unique  costs  that  Cancer  Centers  incur  while  conducting  research    To  continue  to 
foster  a  medical  research  community  that  is  unequalled  ~  Cancer  Centers  need  to  have  the 
resources  to  pay  for  overhead  costs,  the  dissemination  of  scientific  information,  and  the  support 
personnel  that  are  necessary  for  leading-edge  research  activities.  Managed  care  systems  are  more 
attentive  to  the  bottom  line,  and  thereby,  do  not  want  to  contribute  to  the  research  enterprise 

National  Cancer  Institute  Funding 

We  believe  the  nations'  Cancer  Centers  are  the  most  effective  weapon  we  have  in  the  war  on 
cancer    This  was  recently  confirmed  by  a  report  from  the  Institute  of  Medicine  of  the  National 
Academy  of  Sciences.  Recently,  we  have  become  concerned  by  the  amount  of  NCI  funds 
available  for  new  Centers,  current  core  funding  of  existing  Centers,  research  grants  to 
investigators  and  education  and  outreach  efforts.  The  Cancer  Centers'  budget  has  remained 
essentially  flat  for  the  last  several  years,  and  we  hope  you  will  include  the  necessary  funds  for 
continued  expansion  of  the  Cancer  Centers'  program  so  that  we  can  continue  to  develop  and 
refine  methods  of  preventing  and  treating  cancer.  There  are  still  areas  of  the  country  that  do  not 
have  a  state-of-the-art  center  nearby.  With  appropriate  funding  we  can  rectify  that 

A  BALANCED  RESEARCH  PROGRAM 

In  the  early  days  of  the  national  cancer  program,  basic  and  clinical  research  were  the  predominant 
avenues  being  pursued  and  funded    Within  the  past  decade,  however,  prevention,  control, 
education  and  outreach  efforts  have  become  a  major  focus  of  the  AACI's  member  institutions. 
This  has  resulted  in  a  more  balanced  research  agenda  encompassing  the  continuum  of  the  cancer 
experience  from  prevention  to  early  detection  to  treatment  to  after-care    Cancer  Centers  have 
also  expanded  efforts  related  to  the  health  of  women,  minorities,  medically  underserved 
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populations,  and  the  elderly  within  the  context  of  a  balanced  research  program    We  can 
effectively  address  the  unique  needs  of  these  various  populations  and  constituencies  without  the 
need  for  earmarking  research  flinds.  We  applaud  your  leadership  in  avoiding  earmarks  for  special 
interests  and  look  forward  to  working  with  you  to  insure  that  this  continues  to  be  the  direction  we 
take  as  a  nation 

CONCLUSION 

In  conclusion,  the  Cancer  Centers  that  are  represented  by  the  Association  of  American  Cancer 
Institutes  are  poised  and  eager  to  continue  serving  as  the  primary  force  in  the  nation's  cancer 
program    To  do  this,  however,  we  must  maintain  and  strengthen  the  federal  commitment  to  tour 
efforts    The  interests  of  the  AACI,  as  I  have  explained  them  today,  are  truly  the  interests  of  every 
citizen  who  has  cancer  or  is  at  risk  of  developing  cancer. 

We  would  like  to  recommend  at  least  a  6.5%  increase  for  NIH.  This  is  the  same  figure  that  the 
Ad  Hoc  Group  for  Medical  Research  has  recommended,  and  we  believe  it  is  an  appropriate  and 
realistic  goal.  However,  the  NCI  Bypass  Budget  clearly  justifies  considerably  more 

A  6  5%  or  SI 50  million  increase  in  FY  '97  would  enable  NCI  to  consider  the  following  levels  of 
support; 

•  NCI  would  be  able  to  fund  approximately  one  in  three  approved  research  grant 
applications,  compared  to  only  one  in  four  several  years  ago    The  estimated  success  rate 
for  FY  '96  is  29% 

For  FY  '96.  NCI  estimates  it  will  fund  to  the  23rd  percentile    With  a  6  5%  increase,  this 
estimate  improves  to  the  25th  percentile. 

•  For  research  centers,  the  increase  would  enable  NCI  to  efforts  in  promising  areas  such  as 
genetic  research.  Additional  core  funding  would  be  available  for  existing  centers,  as  well 
as  for  potential  additional  centers  in  geographically  underrepresented  areas  of  the  country. 

With  an  increase  of  this  magnitude,  NCI  could  fund  existing  cooperative  groups  closer  to 
the  recommended  level  (which  it  has  been  unable  to  do  in  recent  years).  NCI  also  would 
be  able  to  consider  increasing  the  number  of  clinical  trials. 

•  Support  for  training  also  would  be  possible,  including  an  increase  in  the  number  of 
awards. 

Again,  I  thank  this  Subcommittee  for  your  leadership  in  this  area  and  for  your  history  of  strong 
support  for  the  nation's  Cancer  Centers.  I  would  be  happy  to  answer  any  questions  you  might 
have  at  this  time 


STATEMENT  OF  DR.  KENNETH  ZUCKERMAN,  ON  BEHALF  OF 
THE  AMERICAN  SOCIETY  OF  HEMATOLOGY 

I  am  pleased  to  provide  this  testimony  on  behalf  of  tlie  American  Society  of 
Hematology,  an  organization  of  nearly  7000  physicians,  clinical  investigators  and 
basic  scientists  dedicated  to  research,  education,  and  clinical  care  of  di.sorders  of  the 
blood,  rangmg  from  inherited  diseases  such  as  hemophilia  and  sickle  cell  anemia,  to 
blood  cell  malignancies  such  as  leukemias,  lymphomas,  and  multiple  myeloma,  to 
immune  system  diseases,  including  AIDS. 

In  the  past,  many  medical  and  biomedical  research  organizations  have  appeared  before 
Congress  to  request  support  for  specific  pet  projects  that  directly  benefit  primarily 
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their  membership.  Today  we  are  here  to  make  no  such  specific  requests.  I  wish  to 
add  our  organization's  voice  to  that  of  many  others  to  plead  the  case  for  continued  and 
increased  support  by  the  Congress  for  the  National  Institutes  of  Health.  The  NIH  is 
by  far  the  largest  provider  of  support  for  clinical  and  laboratory-based  biomedical 
research,  providing  more  than  100  times  the  research  dollars  of  all  of  the  combined 
support  derived  from  voluntary  charitable  biomedical  research  organizations  in  the 
United  States.  As  NIH  goes,  so  goes  biomedical  research  in  this  country.  We  believe 
that  support  for  peer-reviewed,  investigator-initiated  research  projects  is  the  keystone 
for  progress  in  the  prevention  and  cure  of  human  diseases;  and  this  is  the 
overwhelming  emphasis  of  the  NIH  in  funding  biomedical  research.  The  members 
of  this  committee,  both  Republicans  and  Democrats,  have  been  very  supportive  of  the 
NIH  and  its  methods  of  promoting  innovative  research  efforts  by  clinical  and  basic 
researchers  throughout  the  country.  We  and  the  American  people  are  deeply 
appreciative  of  your  insight  and  compassion  in  placing  biomedical  research  among  the 
highest  of  your  prionties,  and  wc  trust  that  you  will  continue  to  support  the  NIH 
generously  in  the  fijture.  In  these  efforts,  you  have  the  overwhelming  support  of  the 
American  people,  75%  of  whom  routinely  report  in  polls  tliat  they  even  would  be 
willing  to  pay  higher  taxes  or  higher  insurance  premiums  to  sustain  improved  funding 
of  biomedical  research. 

Why  should  our  nation  support  biomedical  research  at  even  substantially  higher  than 
current  levels?  Because  it  is  one  of  the  best  investments  that  our  country  can  make, 
with  payoffs  many  times  higher  than  the  expenditures.  The  payoffs  come  in  both 
humanitarian  and  economic  terms.  Biomedical  research  leads  to  longer  lives  and 
better  quality  of  life.  The  economic  impact  comes  not  only  firom  the  improved 
productivity  resulting  from  longer  life  spanand  better  qualtiy  of  life  of  patients,  but 
also  from  the  entrepreneurship  that  has  resulted  in  development  in  this  country  alone 
of  a  biomedical  industry  that  now  contributes  approximately  $100  billion  annually  to 
the  economy  and  provides  200.000  high-paying,  high-skill  jobs.  In  just  2  years,  from ' 
1 993  to  1995,  there  has  been  a  doubling  from  49  to  98  companies  involved  in  cancer 
drug  development  alone. 

Why  should  we  support  primarily  investigator-initiated  research?  While  it  certainly 
is  important  lo  be  able  to  target  some  funding  to  certain  high  priority  research 
problems,  it  is  pan  of  the  essence  of  scientific  discover)'  that  good  ideas  often  lead  to 
serendipitous  findings  that  are  far  more  important  and  far-reaching  than  anyone  could 
have  imagined  from  the  original  research  plans.  For  example,  studies  of  antibody 
production  by  malignant  plasma  cells  in  mice  led  directly  to  the  discovery  of  how  to 
produce  monoclonal  antibodies  that  rapidly  revolutionized  research  into  protein 
identification,  purification,  and  function.  Subsequently,  monoclonal  antibodies  have 
resulted  in  new  classes  of  routinely  used,  highly  sensitive  and  specific  clinical 
diagnostic  laboratory  products,  radiologic  agents  for  finding  hidden  sites  of  cancer, 
arrtl  promising  treatments  for  cancer,  arthritis,  and  serious  infections,  and  for 
prevention  of  organ  transplant  rejection.  There  are  dozens  of  new  biotechnology 
companies,  with  thousands  of  skilled  employees  that  are  in  business  primarily  for  the 
purpose  of  producing  clinically  useful  monoclonal  antibodies.  Another  similar 
example  is  that  NTH-sponsored  research  into  the  basic  biology  of  viruses  led  to  the 
beginmng  of  the  technology  of  the  entirely  new  field  of  molecular  biology,  which  has 
been  critical  to  almost  all  important  new  biomedical  research  advances  of  the  last 
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decade  This  techology  has  resulted  in  the  ability  of  the  biotechnology  industry  to 
produce  new  classes  of  diagnostic  tests  and  pure,  safe,  synthetic,  therapeutic 
recombinant  proteins,  such  as  insulin  for  diabetics,  factor  VIII  for  hemophilia  patients, 
and  bone  marrow  cell  growth  factors  to  aid  patients  with  severe  anemia  due  to  chronic 
kidney  failure,  and  to  reduce  the  rate  of  serious  infections  in  cancer  chemotherapy 
patients  by  stimulating  white  blood  cell  production. 

I  would  like  to  present  to  you  just  a  few  examples  of  the  benefits  of  NIH-sponsored 
research  conducted  by  numerous  members  of  the  American  Society  of  Hematology. 
The  National  Cancer  Institute  sponsored  studies  of  the  mechanisms  of  action  of  drugs 
such  as  5-azacytidine  and  hydroxyurea,  which  have  been  used  in  the  treatment  of 
malignancies  for  many  years.  It  was  found  that  these  drugs  could  activate  certain 
genes  and  turn  on  their  ability  to  produce  certain  proteins.  One  of  these  proteins  is  a 
form  of  the  oxygen -carrying  molecule,  hemoglobin,  which  is  produced  in  large 
quantities  normally  only  during  fetal  life  and  is  produced  only  at  very  low  levels  in 
adults.  Studies  supported  by  the  National  Heart,  Lung,  and  Blood  Institute  had  shov/n 
that  patients  with  sickle  cell  disease  who  incidentally  had  high  levels  of  fetal 
hemoglobin  in  their  blood  had  a  far  lower  incidence  and  severity  of  incapacitating 
episodes  of  severe  bone  pain  than  the  vast  majority  of  sickle  cell  patients  who  did  not 
have  elevated  fetal  hemoglobin  levels.  This  led  to  the  NHLBI  recently  sponsoring 
a  nationwide  study  of  hydroxyurea  in  elevating  fetal  hemoglobin  levels  and  reducing 
the  number  of  pain  crises  in  sickle  cell  disease  patients.  This  study  showed  a  dramatic 
improvement  in  the  treated  group,  and  hydroxyurea  now  has  become  a  standard 
treatment  for  sickle  cell  disease  patients  who  have  had  frequent  painful  crises.  It  is 
estimated  that  a  50%  reduction  in  the  incidence  of  severe  painful  sickle  cell  crises  will 
result  in  a  savings  of  S500  million  to  over  $1  billion  dollars  in  annual  health  care 
costs,  which  by  itself  is  5- 1 0%  of  the  entire  N I H  budget. 

Recombinant  molecular  biology  technology  was  used  in  NHLBI-sponsored  research 
to  identify  the  gene  that  is  responsible  for  producing  human  factor  VIII,  the  protein 
that  is  abnormal  in  patients  with  hereditary  hemophilia,  who  have  a  severe  bleeding 
disorder.  The  only  treatment  previously  available  for  these  patients  was  factor  VIII 
purified  fi-om  the  pooled  blood  plasma  obtained  from  tens  of  thousands  of  donors.  As 
a  result,  thousands  of  these  hemophilia  patients,  the  vast  majority  of  those  who 
received  such  products  from  the  late  1970's  until  1985,  tragically  acquired  AIDS  as 
a  result  of  their  treatments.  Now  the  basic  research  work  of  the  1980's,  largely 
supported  by  the  NHLBI,  has  resulted  in  the  easy  availability  of  pure  factor  VIII 
produced  from  the  genetically  engineered  viruses,  which  is  free  of  any  chance  of 
being  infected  with  HIV,  ensuring  that  no  new  hemophilia  patients  ever  need  to  be 
exposed  to  HIV  in  order  to  treat  their  serious  bleeding  disorder. 

Clinical  research  funded  by  the  National  Cancer  Instimte,  particularly  through  its 
support  for  Comprehensive  Cancer  Centers,  nationwide  Clinical  Cooperative  Cancer 
Treatment  Study  Groups,  and  innovative  treatment  trials  done  by  individual 
investigators  in  collaboration  with  the  NCI  Cancer  Treatment  and  Evaluation 
Program,  has  resulted  in  virtually  all  of  the  major  advances  in  the  treatment  of  cancer 
in  the  last  30  years.  Such  research  support  is  responsible  for  the  current  cure  rates  of 
90%  in  testicular  cancer,  75%  in  childhood  acute  lymphoblastic  leukemia,  75-80%  in 
Hodgkin's  disease,  80+%  in  early  breast  cancer,  30-60%  in  certain  forms  of  non- 
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Hodglon's  lymphomas,  and  20-25%  in  adult  acute  myeloid  leukemia  (a  previouslv 
uniformly  fatal  disease). 

Cellular  and  molecular  biology  research  conducted  by  members  of  the  American 
Society  of  Hematology  and  funded  largely  by  NIDDK,  NHLBl,  and  NCI  over  the  last 
30  years  resulted  in  the  discovery  of  hemopoietic  stem  cells,  those  cells  which  are 
individually  capable  of  repopulating  an  entire  bone  marrow  for  life  to  produce 
oxygen-canymg  red  blood  cells,  infection-fighting  white  blood  cells,  and  hemorrhage- 
preventing  platelets.  This  research  has  been  directly  responsible  for  our  ability  to 
carry  out  bone  marrow  transplantation,  life  saving  therapy  for  thousands  of  patients 
each  year,  which  while  expensive  has  been  demonstrated  clearly  to  be  far  less 
expensive  than  the  cost  of  carmg  for  patients  who  eventually  die  of  diseases  that  could 
have  been  cured  with  the  help  of  bone  marrow  stem  cell  transplantation,  to  say 
nothing  of  the  inestimable  value  of  saving  the  lives  of  patients  with  otherw-'ise 
incurable  diseases.  Parenthetically,  we  are  particularly  proud  that  a  former  president 
of  our  organization,  E.  Donnal  Thomas,  recently  won  the  Nobel  Prize  for  his 
pioneering  and  persistent  work  in  bone  marrow  transplantation.  Although  bone 
marrow  transplantation  might  seem  to  be  a  sufficient  payoff  for  support  of  stem  cell 
research,  far  more  has  been  accomplished.  With  the  ability  to  purify  stem  cells  and 
to  grow  them  in  culture  in  the  laboratory  comes  the  great  promise  that  in  the  noi-too- 
distant  future,  by  combining  our  knowledge  about  the  stem  cell  with  our  molecular 
biology  skills  to  insert  genes  into  these  stem  cells,  we  will  be  able  to  use  genetic 
therapy  to  cure  such  devastating  illnesses  as  sickle  cell  disease,  thalassemia,  severe 
immune  deficiencies,  and  AIDS,  and  to  help  in  the  cure  of  many  forms  of  cancer.  But 
even  more  has  been  gained  from  the  relatively  small  investment  of  NIH  in  stem  cell 
research.  We  have  learned  that  there  are  many  specific  growth  factors  that  support  tlie 
survival  of  these  stem  cells  and  are  responsible  for  their  development  into  mature, 
functioning  blood  cells.  These  research  findings  have  led  to  the  discovery  and 
purification  of  erythropoietin  and  the  DNA  responsible  for  its  production.  This' 
hormone  stimulates  red  blood  cell  production  and  recombinant  DNA-derived 
erythropoietin  has  given  a  new  lease  on  life  to  hundreds  of  tliousands  of  patients  with 
severe  anemia  due  to  end-stage  kidney  disease,  has  greatly  improved  the  quality  of  life 
of  tens  of  thousands  of  other  patients  with  anemia  due  to  cancer  or  arthritis,  and  hds 
resulted  in  a  revolution  in  the  ability  of  patients  to  donate  their  own  blood  to  be  stored 
and  returned  to  them  at  a  later  date  when  they  need  to  undergo  surgery.  Similarly, 
granulocyte  colony  stimulating  factor  and  granulocyte-macrophage  colony  stimulating 
factor,  which  were  found  to  be  responsible  for  stimulating  production  of  white  blood 
cells  that  arc  necessary  for  fighting  infections,  now  are  produced  from  recombinant 
DNA.  These  drugs  have  permitted  hundreds  of  thousands  of  cancer  patients  to 
survive  the  side  effects  of  intensive  chemotherapy  in  order  to  enhance  the  chances  of 
their  cancers  being  cured.  Thrombopoietin,  which  is  undergoing  clinical  trials  now, 
promises  to  help  prevent  the  threat  of  severe  bleeding  which  occurs  when 
chemotherapy  drugs  prevent  the  bone  marrow  from  producing  sufficient  numbers  of 
platelets.  Untold  numbers  of  lives  have  been  saved  and  quality  of  life  improved  by 
these  drugs,  which  are  a  direct  result  of  the  investment  in  stem  cell  research  by  NIH 
and  the  American  people.  Although  the  dollar  impact  of  these  medications  is  difficult 
to  calculate,  just  one  biotechnology  company  that  was  built  almost  entirely  on  these 
drugs.  Amgen  Corp.,  is  now  a  multi-  billion  dollar  corporation  with  hundreds  of 
millions  of  dollars  of  sales  per  year,  which  employs  several  thousand  workers  in  high- 
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skill,  high-salary  jobs  and  exports  its  products  and  technology  to  countries  all  over  the 
world. 

Mr.  Chairman  and  members  of  the  committee,  we  understand  very  well  the  difficult 
budgetary  situation  that  you  face  this  year,  and  we  greatly  appreciate  the  generous 
support  of  this  committee  for  the  NIH  and  biomedical  research  in  the  past.  We  are 
especially  appreciative  of  the  strong  support  of  this  committee,  which  resulted  in  the 
5.7%  increase  in  NTH  funding  that  occurred  last  year,  when  the  committee  was  forced 
to  cut  the  budget  of  many  other  important  programs.  We  prefer  not  to  look  at  our  plea 
for  further  substantial  increases  in  NIH  funding  in  terms  of  competition  with  other 
worthy  programs.  We  hope  that  the  humanitarian  issues,  the  importance  of 
maintaining  the  strong  lead  that  the  United  States  has  over  the  rest  of  the  world  in  new 
discoveries  in  biology  and  medicine,  and  the  huge  payoffs  in  terms  of  economic 
prosperity  of  our  country  will  be  the  major  considerations  in  determining  our 
country's  willingness  to  invest  in  the  clearly  demonstrable  high  yield  of  biomedical 
research  supported  by  the  NTH.  We  believe  that  viewing  the  NIH  budget  simply  as 
an  expenditure  would  be  extremely  short-sighted.  The  less  tlian  1%  of  the  federal 
budget  that  is  committed  to  NIH  has  historically  yielded  far  more  in  direct  economic 
benefit  and  uncountable  indirect  contributions  to  our  economy,  making  it  easily 
among  the  best  investments  the  country  could  make.  Your  ability  to  provide 
substantial  increases  in  funding  for  NIH  should  be  made  even  easier  by  the  knowledge 
that  large  majorities  of  the  American  people  believe  that  biomedical  research  should 
be  at  or  near  the  top  of  national  budgetary  priorities;  and  they  back  this  belief  by  their 
clearly  stated  willingness,  in  spite  of  a  highly  anti-tax  environment  overall,  to  pay 
higher  taxes  or  health  insurance  premiums,  if  that  is  necessary  in  order  to  provide 
higher  levels  of  federal  funding  for  biomedical  research.  Thank  you  very  much  for 
your  attention. 

STATEMENT  OF  SHARPE  JAMES,  MAYOR,  ON  BEHALF  OF  THE 
CITY  OF  NEWARK,  NJ 

Mr.  Chairman,  and  Members  of  the  Subcommittee,  on  behalf  of  the  City  of  Newark,  New 
Jersey,  please  allow  me  to  offer  my  sincere  thanks  and  appreciation  for  the  opportunity 
to  submit  the  following  testimony.  We  are  very  anxious  to  share  one  of  Newark's  key 
and  most  critically  needed  Fiscal  Year  1997  priority  projects,  our  Teen  Pregnancy 
Prevention/Low  Birth-Weight  Babies  Project,  for  which  we  are  seeking  federal 
partnership  and  support.  As  you  review  the  following  testimony,  we  hope  that  you  will 
give  favorable  consideration  to  our  request  of  $811,000  in  federal  support. 

As  we  indicated,  Mr.  Chairman,  we  are  seeking  federal  partnership  and  not  a  federal 
handout.  We  come  to  this  Subcommittee  only  after  considerable  local  funds  and 
resources  have  been  dedicated  to  this  initiative.  Indeed,  Mr.  Chairman,  the  amount  of 
local  support  and  commitment  from  the  City  in  its  entirety,  including  the  City's  core  health 
providers,  has  been  astounding.  The  City  has  secured  the  support  of  a  host  of  local 
partners  including:  the  Newark  Division  of  Health;  the  Newark  Board  of  Education;  AD 
House;  Healthy  Mothers/Healthy  Babies  Coalition;  and  St.  Michael's  Medical  Center.  As 
we  struggle  to  address  this  most  urgent  problem,  we  ask  that  this  Subcommittee 
consider  supporting  this  worthy  initiative  with  $81 1 ,000  in  discretionary  assistance  to  help 
us  give  Newark's  infants  a  healthier  start. 

Mr.  Chairman,  Newark  is  not  unlike  many  urban  areas  across  the  country  facing  a  host 
of  extraordinary  public  health  challenges  and  concerns.  The  City  of  Newark  is  unique, 
however,  that  in  addition  to  our  extremely  high  incidence  of  AIDS,  tuberculosis,  and 
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substance  abuse  we  also  face  the  twin  challenge  of  exceedingly  high  rates  of  teenage 
pregnancy  and  an  enormously  high  infant  mortality  rate. 

The  City  of  Newark  ranks  at  or  near  the  bottom  among  America's  largest  cities  and 
metropolitan  areas  for  almost  every  indicator  of  teen  pregnancy  and  the  resulting 
negative  social  and  health  effects.  A  1989  profile  of  the  nation's  one  hundred  largest 
cities  ranked  Newark  92nd  (with  100  being  the  worst)  in  births  to  teenage  mothers 
between  the  ages  of  15  and  19.  In  this  same  profile  Newark  ranked  97th  (out  of  100) 
in  their  infant  mortality  rate.  Public  health  data  from  1993  provides  further  evidence  of 
Newark's  need.  Newark's  infant  mortality  rate  of  16.22  is  almost  twice  the  rate  for  the 
State  of  New  Jersey.  Newark's  13.97  low  birth  weight  rate  <2500  grams  is  also 
dramatically  higher  than  the  rate  for  the  State  of  New  Jersey. 

In  an  attempt  to  address  these  mounting  problems  and  concerns,  the  City  has  developed 
and  is  implementing  a  comprehensive  program  to  assist  young  women  in  identifying  their 
pregnancies  early  into  their  terms.  It  is  our  hope  and  the  key  objective  of  this  program, 
that  early  detection  will  allow  these  young  mothers  to  begin  prenatal  care  at  t.'^ie  earliest 
possible  stages  of  their  pregnancy  in  order  to  reduce  infant  mortality  and  to  ultimately 
improve  pregnancy  outcomes. 

The  goal  of  this  initiative  is  to  reduce  teen  pregnancy  and,  for  those  pregnancies  that  do 
occur,  the  corresponding  infant  mortality  rate  through  a  comprehensive  program 
consisting  of  prevention,  intervention,  and  case  management.  In  implementing  this 
program,  Mr.  Chairman,  we  have  developed  5  core  objectives: 

1).  To  increase  utilization  of  existing  services  for  adolescents  through  the 
development  of  a  central  care  management  unit; 

2).  To  improve  the  health  of  students  receiving  case  management  with  the 
provision  of  primary  health  and  dental  care  at  the  Newark  Division  of 
Health; 

3).  To  reduce  teen  pregnancy  through  the  expansion  of  a  human  growth  and 
development  curriculum  to  500  fourth  grade  students  and  continue  to 
provide  for  those  same  students  through  the  eighth  grade; 

4).  To  reduce  adolescent  pregnancy  through  a  school  based  male 
responsibility  curriculum  starting  in  the  fourth  grade  and  continuing  through 
eighth  grade;  and 

5).  To  reduce  infant  mortality  through  the  provision  of  prenatal  and  obstetrical 
care  to  adolescents  in  case  management. 

Mr.  Chairman,  this  project  will  not  only  help  to  identify  and  assist  young  women  who 
stand  in  desperate  need  of  improved  prenatal  care,  but  it  also  provides  them  with  the 
tools  and  resources  to  access  and  obtain  the  care  that  they  need  to  lead  them  through 
a  full-term  pregnancy  and  to  a  healthy  ~  live  ~  baby. 

Again,  Mr.  Chairman  and  Members  of  the  Subcommittee,  we  thank  you  for  your  time, 
and  ask  that  you  give  our  request  favorable  consideration. 


STATEMENT  OF  THE  CITY  OF  GAINESVILLE,  FL 

Mr.  Chainnan  and  Members  of  the  Subcommittee,  the  City  of  Gainesville,  Florida,  is 
pleased  to  have  the  opportunity  to  submit  the  following  testimony  on  one  of  its  most 
innovative  Fiscal  Year  1997  priority  projects,  Gainesville's  Regional  Job  Training/Job 
Development  Partnership  Initiative.  Mr.  Chairman.  Gainesville  is  excited  about  this  project 
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which  would  essentially  streamline  and  consolidate  a  host  of  job  training  services.  In  so 
doing,  this  project  would  dramatically  increase  the  accessability  of  job  training  services  to 
rural  areas  by  electronically  linking  together  regional  job  training  initiatives. 

Mr.  Chairman,  Gainesville  is  seeking  $2  million  for  ihis  project  as  part  of  its  on-going  efforts 
to  facilitate  job  training  and  regional  job  development.  These  funds  are  being  requested 
on  behalf  of  a  regional  partnership  of  urban  and  rural  communities  and  agencies  in 
Alachua  and  Bradford  counties  located  in  north  central  Florida.  The  partners  are  agencies 
funded  by  the  Department  of  Labor,  the  Department  of  Health  and  Human  Services,  and 
the  Department  of  Education.  The  regional  partnership  consists  of  the  following  agencies: 
Florida  Job  and  Benefits  Offices  (DOL),  Family  Transition  and  Project  Independence  (joint 
DOL/DHHS  offices),  and  Loften  Adult  Education  Center,  Family  Services  Center,  Santa  Fe 
Community  College,  Bradford-Union  County  Vocational-Technical  Center  and  other 
educational  institutions  jointly  administering  DOL/DOE  School-to-Work  Programs. 

Each  of  the  aforementioned  entities  will  be  electronically  linked  to  consolidate  and 
centralize  job  training  services  throughout  the  region.  The  City  of  Gainesville  Regional 
Utilities  (GRU)  will  serve  as  the  coordinating  and  implementing  agencies  for  this  project. 
GRU  will  provide  the  technical  expertise  and  oversight  for  the  constmction  and  operating 
of  the  electronic  linkage.  The  Regional  Partnership  will  utilize  this  linkage  in  the  delivery 
of  job  training  services 

Mr  Chairman,  we  envision  a  project  that  will  not  only  benefit  Gainesville  and  its 
surrounding  regional  partners,  but  will  also  have  impressive  national  implications.  This 
project  will  serve  as  a  national  model  to  demonstrate  how  job  training  services  funded  at 
the  Federal  level  can  be  consolidated  and  streamlined  at  the  local  level  to  increase  the 
effectiveness,  efficiency,  and  scope  of  their  services.  By  coordinating  intake  procedures, 
eliminating  the  duplication  of  services,  and  monitoring  the  outcomes  of  consolidated 
sen/ices,  this  project  can  provide  invaluable  data  for  assessing  the  cost  effectiveness  and 
service  delivery  efficiency  provided  by  such  a  regional  partnership. 

In  implementing  this  project,  one  of  our  primary  goals  is  to  provide  our  citizens  who  reside 
in  rural  areas  more  access  to  job  training  services.  The  most  heavily  impacted  area  is 
characterized  by  a  high  degree  of  rural  unemployment  and  poverty.  Training  and  placing 
economically  deprived  citizens  in  high  wage/high  demand  jobs  is  needed  to  break  the  cycle 
of  poverty,  and  hopelessness. 

Regional  economic  development  efforts,  including  those  by  the  City  of  Gainesville,  and  its 
economic  development  partners,  are  coordinated  with  and  through  the  North  Central 
Florida  Regional  Planning  Council  and  the  Council  for  Economic  Outreach.  Success  in 
regional  economic  development  must  be  accompanied  by  enhanced  job  training.  The 
State  of  Florida's  forecasted  demand  for  clusters  of  workforce  skills  for  this  region  is  the 
basis  for  the  specific  job  training  programs  and  initiatives  being  offered  by  this  partnership. 
Success  in  training  and  placement  of  citizens  in  skilled  jobs  which  pay  well  and  are  in 
demand  locally  will  enhance  the  economic  welfare  of  the  recipients  of  these  services,  as 
well  as  facilitate  regional  economic  development  initiatives. 

In  conclusion,  Mr.  Chairman,  Gainesville  has  watched  attentively  over  the  last  year  as 
Members  of  both  the  House  and  Senate  worthed  to  craft  comprehensive  federal  job  training 
consolidation  legislation.  Indeed,  we  commend  both  bodies  for  the  time  and  attention 
given  to  this  critical  issue.  We  feel  the  final  legislation  will  go  a  long  way  toward  increasing 
the  effectiveness  of  federal  job  training  programs,  and  creating  a  better  prepared 
workforce.  Indeed,  we  believe  that  our  locally-based  project  is  consistent  with  those 
efforts,  and  ask  that  this  Subcommittee  will  grant  favorable  consideration  to  Gainesville's 
request  of  $2  million  for  our  Regional  Job  Training/Job  Development  Partnership  project. 
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STATEMENT  OF  DR.  PAUL  F.  LARSON,  VICE  PRESIDENT  FOR 
ACADEMIC  AFFAIRS,  ON  BEHALF  OF  THE  UNIVERSITY  OF 
MEDICINE  AND  DENTISTRY  OF  NEW  JERSEY 

Mr.  Chairman.  I  respectfully  present  testimony  on  behalf  of  the  University  of  Medicine  and 
Dentistry  of  New  Jersey  (UMDNJ).  the  largest  public  health  sciences  university  in  the 
nation.    The  UMDNJ  .statewide  sy.stem.  located  on  four  campuses,  consists  of  3  medical 
schools,  a  dental  school,  a  nursing  school,  a  school  of  health  related  professions,  and  a 
graduate  school  of  biomedical  sciences.    It  also  comprises  a  University-owned  acute  care 
hospital,  three  core  teaching  hospitals,  two  community  mental  health  centers,  and  affiliations 
with  over  150  hospital  and  health  care  facilities,  as  well  as  articulation  agreements  with  some 
25  sister  institutions  of  higher  education  throughout  the  state.    No  other  institution  in  this 
nation  possesses  resources  which  match  our  statewide  scope  in  higher  education,  health  care 
delivery,  research  and  collaborative  efforts  with  state.  Federal  and  local  entities. 

I  appreciate  the  opportunity  to  bring  to  your  attention  one  of  the  University's  priority 
projects  which  will  enhance  our  mission  of  educating  health  care  professionals,  conducting 
biomedical  and  clinical  research,  delivery  of  health  care  services  and  providing  related 
services  to  the  residents  of  our  host  communities  and  the  state. 

Mr.  Chairman,  this  highly  innovative  project  would  create  a  telemedicine/distance  learning 
network  that  will  improve  education  and  health  care  delivery  in  a  more  efficient  and 
accessible  manner. 

TELEMEDICINE/DISTANCE  LEARNING  NETWORK 

A  top  priority  for  UMDNJ  is  to  secure  funding  to  create  a  model  telemedicine/distance  learning 
(tele-education)  network,  linking  the  schools  of  UMDNJ  to  instructioiial  sites  at  affiliated 
hospitals,  ambulatory  care  facilities,  other  institutions  of  higher  education,  and  underserved 
communities  statewide.  This  collaboration  will  increase  educational  opportunities  and  improve 
delivery  of  health  care  services  throughout  New  Jersey,  while  more  effectively  using  existing 
human  and  financial  resources. 

The  importance  of  telemedicine  and  distance  learning  in  improving  access  to  health  services 
delivery,  research  and  health  education  and  training  is  clear. 

UMDNJ's  statewide  structure  offers  an  unparalleled  opportunity  for  implementation  of  a 
telemedicine/distance  learning  network  to  provide  education  and  training  services  to  citizens  in 
every  part  of  the  state.  UMDNJ  maintains  a  presence  in  three  major  urban  centers  --  Camden, 
Newark  and  New  Brunswick  --  and  is  a  primary  provider  of  health  care  in  most  rural  areas  of 
New  Jersey,  where  there  are  large  numbers  of  underserved  individuals  and  families.  UMDNJ  is 
also  the  State's  major  provider  of  health  care  to  the  indigent  and  to  many  of  its  elderly 
populations. 

UMDNJ  faculty  are  nationally  recognized  for  theif  research  and  clinical  care  efforts  in  AIDS, 
tuberculosis,  cardiovascular  disease,  environmental  medicine  and  cancer,  all  of  which  are  major 
public  health  problems  in  New  Jersey. 

UMDNJ  serves  as  a  state  and  national  leader  in  trauma  care,  and  is  the  base  for  the  New  Jersey 
Trauma  Center  located  at  UMDNJ-University  Hospital  in  Newark,  which  links  the  rest  of  the 
states  Level  1  and  II  trauma  centers  through  a  comprehensive  trauma  care  system. 

UMDNJ  provides  education  and  training  in  the  disciplines  of  medicine,  dentistry,  nursing, 
biomedical  sciences  and  allied  health,  and  has  implemented  significant  outreach  efforts  to  ensure 
expanded  access  to  such  programs.  UMDNJ  also  provides  continuing  education  for  health 
professionals  in  all  areas  of  the  state,  ensuring  that  the  workforce  needed  for  the  health  care 
system  of  the  future  is  being  developed  and  supported  with  new  information,  new  technologies 
and  new  treatment  techniques. 
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For  these  reasons,  we  believe  that  UMDNJ  and  New  Jersey  should  be  considered  as  a 
demonstration  project  site  for  a  model  statewide  teiemedicine/distance  learning  network.  This 
new  technology  will  permit  UMDNJ  to  offer  state-of-the-art  educational  opportunities  such  as: 

Students  at  several  locations  being  able  to  accompany  a  physician  on  hospital  rounds  or 
to  observe  complex  surgical  procedures  through  interactive  television. 

More  students  being  able  to  participate  in  community-based  learning  experiences  because 
only  one  teacher  will  be  required  to  supervise  multiple  sites. 

Older,  part-time  students  who  hold  full-time  jobs  and  are  pursuing  careers  in  nursing  or 
an  allied  health  profession,  can  study  at  night  in  their  own  communities,  rather  than 
traveling  to  a  specific  campus. 

Enhanced  continuing  education  opportunities  for  community  health  care  professionals  who 
can  attend  seminars  with  leading  clinicians,  researchers  and  other  health  care 
professionals,  without  the  cost  and  time  considerations  inherent  in  long  distance  travel. 

Interdisciplinary  training  using  state-of-the  art  technology  will  establish  the  health  care 
team  concept  and  promote  lifelong  learning. 

In  terms  of  improved  quality  of  patient  care,  UMDNJ  plans  to  establish  seven  (7)  telemedicine 
and  public  kiosk  facilities  in  Newark  and  Camden,  the  two  neediest  medically  underserved  urban 
communities  in  New  Jersey.  Three  primary  care  practitioner  environments  and  two  community 
health  centers  will  be  equipped  with  technology  to  enable  real-time  consults.  Two  public  housing 
sites  will  have  custom  designed  kiosks  to  allow  them  to  participate  in  "video  clinics,"  have  a  one- 
on-one  consult  with  a  primary  care  physician,  or  obtain  health  information  anytime  (in  English 
or  Spanish)  on  a  particular  disease  or  symptom.  The  network  will  interconnect  to  our  current 
UMDNJ  telemedicine  distance  learning  network  infrastructure  which  links  our  seven  (7)  schools, 
health  sciences  library  system.  Newark's  Public  Library.  New  Jersey's  Department  of  Health,  and 
many  of  our  150+  affiliates. 

This  network  will  allow  UMDNJ  to  offer: 

•  A  multi -disciplinary  network  of  specialists  in  several  locations  to  confer  on  particular 
cases  or  to  accompany  a  physician  on  inter-hospital  subspecialty  rounds  involving  several 
patients.  These  video  patient  care  conferences  will  provide  a  more  efficient  use  of 
resources  and  should  result  in  cost  savings,  particularly  in  specialties  such  as  oncology, 
neonatology  and  cardiology. 

•  Access  to  current  clinical  data  in  the  University  Library  System  and  our  World  Wide  Web 
and  to  immediate  on-site  consultation  for  health  care  professionals  offering  primary  care 
services. 

•  Development  of  confidential  diagnostic  databases  that  will  allow  quick  recruitment  of 
patients  for  clinical  studies  and  more  efficient,  coordinated,  data  management  of  these 
studies  so  that  the  effectiveness  of  treatments  can  be  determined  and  delivered  more 
rapidly.  For  example,  the  University  has  recently  developed  (with  other  partners)  a 
centralized  information  system  which  registers  immunization  data  from  private  physicians' 
offices  (both  pediatricians  and  family  practitioners)  and  several  social  agencies.  By 
centralizing  this  database,  this  will  (1)  trigger  outreach  efforts;  (2)  prevent  over 
immunization  of  children;  and  (3)  generate  records  for  parents.  Currently,  there  is  a  50% 
deficiency  rate  of  immunizations  of  children  at  age  2.  Databases  such  as  this  will 
significantly  improve  health  outcomes  for  young  children  in  underserved  and  other  at-risk 
populations.  The  creation  of  patient  databases  will  provide  a  reliable  foundation  of  data 
for  population  studies  and  research  to  prevent  disease  and,  promote  more  effective  and 
efficient  health  care. 
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•  Develop  a  customized  database  to  provide  continuing  professional  education  in  all 
disciplines  based  on  provider  needs. 

•  Bring  comprehensive  ("cradle  to  grave")  services  to  those  populations  that  have  barriers 
to  access. 

UMDN.!  is  well  positioned  to  create  a  teiemedicine/distancc  learning  communications  network 
that  will  facilitate  linkage  to  collaborating  educational  institutions,  affiliated  hospitals  and 
community  health  centers  for  the  purpose  of  health  professions  education,  research  and  patient 
care  activities.   This  statewide  network  could  serve  as  a  model  to  be  replicated  in  other  states. 

Accordingly,  we  respectfully  request  your  consideration  of  our  request  to  be  recommended  as 
such  a  site  within  the  context  of  the  FY  1997  Labor,  HHS.  and  Education  Appropriations  bill 
within  the  Health  Care  Financing  Administration  research  and  demonstration  component  of  that 
budget,  or  in  another  appropriate  component  of  the  Health  and  Human  Service  spending  plan  for 
FY  1997.  

STATEMENT  OF  ROTARY  INTERNATIONAL 
Ihank  you  for  this  opportunity  to  submit  written  testimony  on  behalf  of  Rotary  International. 

Rotary  International  is  a  global  association  of  27,700  Rotary  clubs,  with  a  membership  of  1.2  million 
business  and  professional  leaders  in  154  countries.    We  are  the  world's  first  service  club, 
established  in  Chicago  in  1905.    In  the  United  States  today  there  are  7,400  Rotary  clubs  with  some 
400.000  members.    All  of  our  clubs  work  to  promote  humanitarian  service,  high  ethical  standards 
in  all  vocations,  and  international  understanding. 

On  behalf  of  a  broad  coalition  of  child  health  advocates,  including  Rotary  International,  the  American 
Academy  of  Pediatrics,  the  Task  Force  for  Child  Survival  and  Development,  and  the  U.S.  Committee 
for  UNICEF.  to  seek  your  support  for  the  global  program  to  eradicate  polio. 

Allow  us  first,  on  behalf  of  Rotary  International  and  our  coalition,  to  express  our  sincere  gratitude. 
A  year  ago  we  sought  your  support  for  increased  funding  for  the  polio  eradication  initiative.  Thanks 
to  your  support,  for  FY  1996  CDC  will  provide  $27  million  for  laboratory  support,  technical 
expertise,  and  polio  vaccine  purchase  and  delivery. 

The  World  Health  Organization  now  reports  that  150  countries  reported  no  cases  of  polio  in  1995, 
nine  more  countries  than  a  year  ago.  However,  even  though  the  goal  is  within  sight,  we  lack  the 
resources  needed  to  finish  the  job  once  and  for  all.  The  case  to  invest  in  polio  eradication  is 
compelling: 

•  We  have  an  effective  vaccine  to  prevent  polio  and  we  are  within  reach  of  completely 
eradicating  the  disease  ~  fhe  goal  of  eradication  by  the  year  2000  is  achievable. 

•  Eradicating  polio  will  save  the  United  States  at  least  $230  million  a  year  in 
immunization  costs.  Once  eradication  is  achieved,  we  will  no  longer  need  to  immunize 
our  children  against  polio  ~  the  beneflts  are  permanent. 

•  Investing  in  polio  eradication  is  developing  a  public  health  infrastructure  around  the 
world  that  will  help  us  to  Tight  other  deadly  diseases. 

POLIO  ERADICATION  IS  ACHIEVABLE 

Humankind  is  on  the  brink  of  an  historic  opportunity.  Poliomyelitis  can  be  the  second  major  disease 
in  history  that  is  eradicated.  The  world  celebrated  the  eradication  of  smallpox  in  1979.  The  annual 
global  savings  of  about  $1  billion  per  year  in  smallpox  disease  and  control  costs  far  exceed  the 
approximately  $300  million  that  was  spent  over  ten  years  to  eradicate  smallpox.  The  United  States, 
the  principal  contributor  to  the  effort,  now  saves  its  total  investment  in  smallpox  eradication  every 
26  days. 
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The  drive  to  eradicate  polio  has  been  one  of  the  largest  private-public  sector  initiatives  ever 
organized.  Rotary  International  has  been  working  since  1985  to  help  eradicate  polio  from  the  world 
and  it  is  now  possible!  We  have  mobilized  tens  of  thousands  of  Rotarians  to  work  together  with 
their  national  ministries  of  health.  UNICEF  and  the  World  Health  Organization,  and  with  health 
providers  at  the  grassroots  level  in  thousands  of  communities.  By  the  time  polio  has  been  eradicated. 
Rotary  International  will  have  expended  some  $400  million  of  its  own  money  on  the  effort. 

In  1988  and  again  in  1993,  the  member  nations  of  the  World  Health  Assembly,  including  the  United 
States,  affirmed  the  commitment  to  eradicate  polio  by  the  year  2000  and  to  achieve  certification  of 
eradication  by  the  year  2005. 

Momentum  is  building.  There  has  not  been  a  case  of  polio  anywhere  in  the  Western  hemisphere  for 
the  last  four  and  a  half  years.  The  reported  number  of  cases  worldwide  has  decreased  from  over 
38.000  cases  in  1985  to  approximately  6,000  cases  in  1995.  There  are  presently  some  150  countries 
in  the  world  which  have  reported  no  polio  in  the  last  year. 

During  the  calendar  year  1995,  progress  toward  eradicating  polio  was  extraordinary: 

•  Sixty-three  countries  conducted  National  Immunization  Days  in  1995,  taking  extra  measures 
to  protect  some  300  million  children  against  polio. 

•  In  March,  April  and  May  1995,  18  contiguous  countries  in  the  Middle  East,  Caucasus  and 
Central  Asian  Republics  immunized  over  56  million  children  against  polio  and  diphtheria 
during  the  first  year  of  "Operation  MECACAR."  This  three-year  immunization  campaign  is 
designed  to  eliminate  polio  from  the  Middle  East  and  Central  Asia.  The  second  year 
campaigns  are  due  to  begin  shortly,  thanks  in  part  to  funding  commitments  from  Finland, 
France.  Norway,  Sweden  and  Switzerland.  Although  it  is  hoped  that  the  same  donors  will 
commit  for  1997,  the  crucial  third  year  of  the  campaign,  funding  commitments  are  still 
uncertain. 

•  During  one  historic  week  in  December,  some  165  million  children  received  oral  polio  vaccine 
as  China  and  India  held  concurrent  National  Immunization  Days  (NIDs).  This  was  a  historic 
first  for  India,  and  both  countries  repeated  the  feat  in  January  1996.  As  a  result  of  three 
years  of  successful  NIDs,  China  has  been  successful  in  exterminating  the  wild  polio  virus, 
reporting  no  laboratory-confirmed  polio  cases  in  1995. 

•  Due  to  massive  immunization  campaigns,  the  number  of  reported  polio  cases  dropped 
dramatically  in  South  and  Southeast  Asia,  where  two-thirds  of  the  world's  polio  occurs. 

Let  me  tell  you  what  has  been  and  will  be  accomplished  in  1996  as  a  result  of  increased  funding  for 
CDC: 

•  India  had  the  technical  and  programmatic  expertise  it  needed  to  immunize  87  million  children 
during  its  second  round  of  National  Immunization  Days,  held  in  January  1996. 

•  Twenty-six  countries  in  Africa  have  agreed  to  implement  their  first  National  Immunization 
Days  in  1996,  in  part  due  to  the  assurance  that  funding  for  vaccine  will  be  there  when  it  is 
needed.  This  unprecedented  joint  effort,  which  will  reach  some  80  million  children,  is  a  sign 
of  increasing  political  will  on  that  continent,  where  polio  continues  to  cripple  so  many 
children. 

•  Countries  such  as  Afghanistan,  Angola  and  Sudan  will  plan  and  conduct  public  health 
campaigns  despite  ongoing  civil  conflict.  Warring  factions  have  agreed  to  "days  of 
tranquility"  in  order  to  allow  immunization  campaigns  to  occur,  fully  aware  that  polio  and 
other  diseases  make  no  political  distinctions. 

•  CDC  will  provide  vaccine  and  technical  expertise  in  1996  for  China.  Nepal,  Indonesia, 
Myanmar.  Bangladesh,  Turkey,  Uzbekistan,  Pakistan,  Yemen,  and  many  countries  in  Sub- 
Saharan  Africa. 
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ERADICATING  POLIO  WILL  SAVE  THE  UNITED  STATES  AT  LEAST  S230  MILLION 
ANNUALLY 

While  United  States  has  been  polio-free  since  1979,  we  cannot  be  complacent.  Our  children  are  not 
protected  from  polio  unless  the  entire  world  is  free  of  polio.  If  we  succeed  in  eradicating  polio  by 
the  target  year  2000.  no  child  will  have  to  be  immunized  against  polio  ever  again.  The  United  States 
currently  spends  approximately  $230  million  annually  to  immunize  its  newborns  against  polio,  a 
disease  no  longer  occurring  naturally  anywhere  in  the  Western  hemisphere.  This  cost  is  expected  to 
rise  significantly  as  the  U.S.  switches  from  an  immunization  program  using  inexpensive  oral  polio 
vaccine  (OPV  -  Sabin  vaccine)  to  one  based  on  the  higher-priced  inactivated  polio  vaccine  (IPV  - 
Salk  vaccine).  Globally,  over  $1 .5  billion  is  spent  annually  to  immunize  children  against  polio.  This 
figure  does  not  even  include  the  cost  of  treatment  and  rehabilitation  of  polio  cases,  nor  the 
immeasurable  toll  in  human  suffering  which  polio  exacts  from  its  victims  and  their  families. 

ERADICATING  POLIO  IS  HELPING  TO  DEVELOP  THE  INFRASTRUCTURE  NEEDED 
TO  FIGHT  OTHER  DISEASES 

By  investing  in  polio  eradication,  we  will  help  countries  not  only  to  effectively  eradicate  polio,  but 
also  to  develop  public  health  and  disease  surveillance  systems  necessary  to  help  us  to  control  the 
spread  of  other  infectious  diseases.  The  benefits  of  strengthening  the  disease  surveillance  system  are 
broad-based.  Already,  much  of  Latin  America  is  free  of  measles,  due  in  part  to  improvements  in  the 
public  health  infrastructure  implemented  during  the  war  on  polio. 

RESOURCES  NEEDED  TO  FINISH  THE  JOB  OF  POLIO  ERADICATION 

Rotary  International  has  committed  itself  to  make  the  eradication  of  polio  our  highest  priority  until 
the  disease  is  certified  as  eradicated.  We  will  use  every  avenue  of  our  service,  our  financial  and 
human  resources,  to  work  with  our  partners  to  help  eradicate  polio.  This  public-private  initiative  has 
already  demonstrated  how  efTective  this  partnership  can  be.  Together,  we  are  confident  that  this 
di.sease  can  be  eradicated.    But  we  need  your  help. 

Although  most  of  the  cost  of  polio  eradication  efforts  is  carried  by  the  governments  of  polio  endemic 
countries  themselves,  the  World  Health  Organization  estimates  that  $  1 20  million  per  year  for  the  next 
five  years  is  needed  to  implement  the  eradication  strategy. 

Toward  this  effort  we  request  that  CDC  allocate  $50  million  for  fiscal  year  1997  for  targeted  polio 
eradication  efforts.  An  increased  U.S.  contribution  of  this  magnitude  will  fill  the  vital  needs  and 
leverage  support  from  other  nations. 

An  increase  in  the  CDC  polio  eradication  budget  in  FY  1997  would  result  in  the  implementation  of 
the  following  activities: 

•  Conduct  National  immunization  Days  in  45  African  countries.  Initiate  training  and 
subsequent  surveillance  for  polio  in  an  additional  30  countries  of  Sub-Saharan  Africa. 

•  Expand  polio  eradication  activities  in  Bangladesh,  India,  Nepal,  Pakistan,  and  other  South 
Asian  countries.  Increase  the  target  age  group  for  immunization  in  India  to  all  children 
younger  than  five  years.  Expand  surveillance  in  India,  Bangladesh.  Myanmar,  Nepal,  and 
Pakistan. 

•  Expand  the  number  of  Middle  Eastern  countries  conducting  National  Immunization  Days  to 
include  Yemen.  Sudan,  and  Somalia.    Initiate  surveillance  in  15  additional  countries. 

•  Expand  polio  laboratory  network  and  provide  basic  supplies  and  equipment  to  ensure  that 
these  labs  are  able  to  correctly  identify  polio. 

America's  children  will  not  be  safe  from  polio  anywhere  until  polio  has  been  eradicated  everywhere. 
Polio  eradication  is  an  investment,  but  one  that  is  not  only  risk-fee  but  also  guarantees  an  immense 
return.  The  United  States  will  "break  even"  on  its  investment  in  polio  eradication  within  only  two 
years  after  the  virus  has  been  vanquished.  And  the  financial  and  humanitarian  benefits  of  polio 
eradication  will  accrue  forever.   This  will  be  our  gift  to  the  future  children  of  the  world. 
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STATEMENT  OF  DR.  RAYMOND  E.  LENHARD,  JR.,  PRESIDENT, 
AMERICAN  CANCER  SOCIETY 

The  American  Cancer  Society  is  the  nationwide,  community-based,  voluntary  health 
organization  dedicated  to  eliminating  cancer  as  a  major  health  problem.  With  more  than  2 
million  volunteers  nationwide,  the  American  Cancer  Society  is  the  community-based  leader  in 
cancer  control. 

The  Society  is  also  the  largest  source  of  cancer  research  funds  from  the  nonprofit  sector. 
In  fiscal  year  1994,  the  Society  invested  almost  $98  million  in  research  -  26%  of  its  budget. 
To  date,  the  Society  has  invested  more  than  $1.7  billion  in  cancer  research.  In  a  move  to  keep 
our  research  program  highly  focused  and  not  duplicative  of  government-sponsored  efforts,  the 
Society  announced  a  major  restructuring  of  its  research  and  professional  training  programs  last 
fall.  The  changes  call  for  a  new  focus  on  beginning  scientists,  targeted  research  projects,  and 
an  increased  commitment  to  epidemiologic  research,  psychosocial,  behavioral  and  health  care 
policy  research,  and  cancer  prevention  -  areas  not  currently  being  emphasized  by  other  cancer 
research  funding  agencies.  In  addition  to  our  national  research  program,  the  Illinois  Division 
of  the  American  Cancer  Society  provides  $750,000  a  year  in  research  grants  to  Illinois 
institutions.  AM  American  Cancer  Society  research  programs  are  supported  entirely  by  privately- 
raised  funds. 

First,  the  Society  commends  the  Chairman  and  Members  of  this  subcommittee  for  your 
longstanding  support  for  biomedical  research  and  CDC's  cancer  prevention  and  control 
programs.  These  investments  are  paying  off.  Due  to  efforts  this  year  to  maintain  an  increase 
for  NIH,  the  NCI  estimates  that  it  will  be  able  to  fund  approximately  23%  of  approved  research 
grants,  up  from  previous  years.  We  have  seen  some  incredible  advances  in  molecular  biology 
and  genetics,  novel  therapeutic  targets  -  anti-angiogenesis,  anti-metastasis  genes,  telomerase 
inhibitors,  gene  therapy  and  vaccines.  Equally,  your  investment  in  the  CDC,  and  particularly 
the  Breast  and  Cervical  Cancer  Control  program,  has  meant  that  during  the  capacity-building 
phases  (1991-1994)  states  with  programs  provided  177,393  mammograms  and  clinical  breast 
examinations  to  high  risk  and  underserved  women,  and  277,884  women  have  had  Pap  tests. 
Seven  hundred  fifty  two  breast  cancers  were  diagnosed  and  treated  and  8,426  women  were  found 
to  have  cervical  intrapithelial  neoplasia  (CIN)  -  a  precursor  of  cervical  cancer  that  can  be 
successfully  treated.  Ninety-five  cases  of  invasive  cervical  cancer  were  detected.  Thanks  to 
your  support,  the  program  has  grown  nationwide  and  is  maturing.  The  potential  for  increases 
in  early  diagnosis,  quality  of  life,  and  ultimately,  survival,  are  clear. 

Today,  the  American  Cancer  Society  is  asking  for  your  continued  support  to  build  on 
these  successes.  As  we  approach  the  25th  anniversary  of  the  National  Cancer  Act  -  which  marks 
our  nation's  declaration  of  war  on  cancer  -  we  can  point  to  the  considerable  advances  -  which 
have  been  made  in  our  understanding  of  cancer  and  vast  improvements  in  quality  of  life  for 
cancer  survivors.  In  almost  all  major  forms  of  cancer  there  has  been  either  a  modest  (breast, 
colorectal)  or  dramatic  (stomach,  cervix,  testis,  leukemia)  reduction  in  mortality.  All  of  these 
gains  are  overshadowed  by  the  huge  increase  in  mortality  from  lung  cancer,  and  almost  all  of 
that  is  due  to  smoking.  Excluding  lung  cancer  deaths,  cancer  mortality  would  have  declined 
14%  between  1950  and  1990. 

Some  point  to  an  overall  increase  in  cancer  rates  and  relatively  stable  mortality  rates  as 
indication  of  the  "failure"  of  our  war  on  cancer.  This  is  absolutely  untrue.  Part  of  the  increase 
in  cancer  incidence  is  due  to  the  aging  of  the  population  -  a  continuing  trend  which,  if  anything, 
underlines  a  clear  priority  for  our  nation  in  future  research  investment.  Additionally,  technology 
advances  have  led  to  wider  use  of  screening  tests  such  as  mammography  and  PSA  which  are 
partly  responsible  for  increased  incidence  rates  in  breast  and  prostate  cancers.  The  overlying 
reasons  we  have  not  made  the  strides  that  some  would  have  expected  is  the  overall  complexity 
of  the  100  or  so  different  diseases  that  are  called  cancer.  If  there  is  a  failure  in  any  one  area 
of  our  National  Cancer  Program  it  has  been  to  over-promise  and  to  guarantee  too  much  too 
soon.  Thanks  to  the  research  of  the  last  25  years  we  now  have  a  much  more  realistic  assessment 


of  what  can  be  accomplished  in  cancer  control  and  at  least  the  basic  tools  to  begin  to  end  this 
scourge. 

If  we  cannot  beat  cancer  in  our  lifetime,  we  can  do  so  in  our  children's  lifetime,  but  only 
if  we  continue  to  invest  in  research  and  ensure  that  people  benefit  from  what  we  learn.  Not  only 
is  this  investment  critical  as  we  look  at  cancer  trends  and  the  magnitude  of  the  problem,  but  this 
investment  must  continue  as  a  federal  priority  for  other  reasons.  Our  national  research  efforts, 
particularly  in  cancer  research,  is  an  investment  in  our  cancer  centers,  research  and  academic 
institutions  across  this  country.  Research  has  fueled  the  biotechnology  and  pharmaceutical 
industry  in  our  country  and  supports  our  economy. 

In  terms  of  the  magnitude  of  the  problem,  numerous  studies  have  shown  that  cancer  is 
the  health  concern  that  Americans  fear  the  most.  This  year,  about  1.4  million  new  cancer  cases 
will  be  diagnosed;  additionally,  another  800,000  cases  of  skin  cancer  are  expected.  About 
550.000  people  will  die  of  cancer  -  1,500  people  per  day.  This  means  that  one  out  of  every  4 
deaths  in  the  United  States  is  due  to  cancer.  Forty  percent  of  Americans  who  get  cancer  this 
year,  will  be  alive  5  years  after  diagnosis;  this  represents  over  91.000  persons  each  year. 
Indeed  over  10  million  Americans  are  alive  today  who  have  a  history  of  cancer,  5  million  of 
them  diagnosed  5  or  more  years  ago.  We  know  that  early  detection  and  prompt  treatment  of 
cancer  improves  chances  for  long-term  survival.  Routine  screening  and  self-examinations  can 
detect  cancers  of  the  breast,  tongue,  mouth,  colon,  rectum,  cervix,  prostate,  testis,  and 
melanoma  at  an  earlier  stage  when  treatment  is  more  likely  to  be  successful.  These  sites  include 
nearly  half  of  all  new  cases  of  cancer.  Of  those  persons  diagnosed  in  1995,  about  100,000  more 
would  survive  if  their  cancers  were  detected  in  a  localized  stage  and  treated  promptly. 

Cancer  is  now  the  second  leading  cause  of  death  in  the  United  States;  within  five  years 
it  will  surpass  heart  disease  as  the  leading  cause  of  death.  The  financial  costs  of  cancer  are  great 
both  for  the  individual  and  for  society  as  a  whole.  Cancer  accounts  for  about  10%  of  the  total 
cost  of  disease  in  the  United  States.  Yet  its  share  of  the  total  cost  of  premature  deaths  was  about 
18%  of  all  causes  of  death  in  1985.  The  National  Cancer  Institute  estimates  overall  costs  for 
cancer  at  $104  billion.  Of  great  importance,  the  burden  of  cancer  falls  most  heavily  on  African 
Americans  and  other  minorities,  where  cancer  is  often  more  frequent,  more  advanced  and  more 
lethal. 

The  American  Cancer  Society  has  endorsed  the  recommendations  of  the  1994  report 
ordered  by  this  subcommittee  to  evaluate  the  National  Cancer  Program  (NCP).  specifically  by 
assessing  achievements  to  date,  identifying  barriers  to  reducing  the  burden  of  cancer,  and 
recommending  future  directions.  Cancer  at  a  Crossroads:  A  Report  to  Congress  for  the  Nation 
makes  clear  that  there  have  been  great  successes  to  date,  and  that  we  have  reached  a  point  of 
unprecedented  challenge  and  opportunity  to  reduce  our  enormous  cancer  burden.  The  Report 
clarifies  the  role  of  a  public-private  partnership  for  carrying  out  the  NCP  and  calls  for  national 
level  coordination  to  maximize  resources  and  ensure  efficiencies  in  the  Program.  Here  are  the 
reasons  the  American  Cancer  Society  believes  this  report  remains  relevant  today: 

•  Many  people  -  especially  the  poor,  elderly,  and  uninsured  -  receive  inadequate  cancer  care. 
We  have  npt  disseminated  current  knowledge  or  resources  adequately  or  equally. 

•  Current  laws,  public  policy,  and  government  regulation  undermine  cancer  prevention, 
treatment  and  control  efforts.  The  panel  emphasized  the  inconsistencies  relating  to  tobacco 
control  and  other  lifestyle  issues,  and  cited  regulations  and  red  tape  which  prevents  the 
rapid  dissemination  of  knowledge  to  individual  patients. 

•  Failure  to  support  'translational"  research  to  rapidly  develop  cancer-fighting  advances. 

•  Current  investment  is  insufficient  to  capitalize  on  unprecedented  opportunities  in  basic 
science  research. 
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We  urge  you  to  carefully  consider  the  recommendations  in  Cancer  at  a  Crossroads  and  use  the 
document  as  a  blueprint  for  action.  The  American  Cancer  Society  recognizes  the  extraordinary 
challenges  before  you  in  reconciling  the  public  welfare  with  the  economic  health  of  this  nation. 
We  understand  current  federal  funding  constraints  and  the  desire  to  balance  the  federal  budget; 
we  do  not  present  our  funding  recommendations  lightly.  However,  we  believe  the  right 
decisions  can  hf;  made  by  reviewing  programs  within  a  framework  which  examines:  human  and 
economic  impact  of  a  specific  disease;  demonstrated  efficacy  of  the  program  or  intervention;  and 
public-private  partnership  in  implementing  programs.  The  second  point  in  our  framework  calls 
for  making  funding  decisions  based  on  efficacy  of  the  intervention  in  achieving  desired  results. 
The  American  Cancer  Society  believes  that  your  investment  in  the  National  Institutes  of  Health 
(NIH),  specifically  the  National  Cancer  Institute  (NCI),  and  the  Centers  for  Disease  Control  and 
Prevention  (CDC),  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR),  and  specific 
initiatives  of  the  Department  of  Health  and  Human  Services  such  as  "Healthy  People  2000". 
"National  Action  Plan  on  Breast  Cancer,"  minority  health/cancer  programs  and  others  will 
continue  to  pay  dividends. 

Our  current  investment  in  cancer  research  is  insufficient  if  we  are  to  take  full  advantage 
of  opportunities  that  are  before  us.  The  National  Cancer  Institute  has  set  an  aggressive,  yet 
realistic  and  steady  course  towards  eliminating  cancer,  as  described  in  the  "bypass  budget" 
submitted  directly  to  President  Clinton.  A  review  of  the  major  program  assumptions  of  the  FY 
1997  "bypass  budget"  details  a  balanced  program  of  basic  and  clinical  research,  with  special 
emphasis  on  critical  programs  such  as  women's  health,  prostate  cancer,  and  ASSIST  (tobacco 
control)  -  programs  which  meet  our  goal  for  quality  and  efficacy.  Our  ultimate  goal  as  a  nation 
is  to  fulfill  the  promise  of  cancer  research  and  achieve  the  "bypass  budget"  request  of  $2,977 
billion  for  FY  1997.  As  an  interim  measure,  parity  of  funding  for  NCI  with  that  of  the  entire 
NIH  is  a  top  priority.  According  to  the  National  Coalition  of  Cancer  Research  (NCCR),  the 
NIH  as  a  whole  has  enjoyed  a  15%  increase  in  federal  funding  since  1980  (in  constant  dollars), 
compared  to  a  1%  increase  for  the  NCI.  At  the  very  least,  we  must  not  undergo  a  decrease  in 
federal  funding  of  cancer  research,  and  to  make  an  effort  towards  parity,  we  suggest  a  minimum 
funding  increase  of  6.5%.  This  is  consistent  with  the  biomedical  research  community's  request 
for  an  overall  increase  for  NIH,  and  would  allow  NCI  to  fund  approximately  25%  of  approved 
research  grants,  beef  up  training  grants  to  attract  new  researchers,  fund  more  clinical  trials,  and 
strengthen  clinical  and  translational  research  overall. 

As  I've  noted  earlier,  our  investments  in  research  are  worthless  if  we  are  not  taking  those 
results  to  the  people.  The  economic  burden  of  chronic  disease  adds  up  to  over  $600  billion 
annually,  or  60%  of  our  nation's  total  health  and  medical  care  costs.  Yet,  currently  lt«  than 
3%  of  the  nation's  public  health  budget  is  spent  on  chronic  disease  prevention.  The  CDC  is  the 
one  agency  which  has.  in  partnership  with  States  and  community-based  groups  like  the  American 
Cancer  Society,  built  the  infrastructure,  and  developed  and  disseminated  effective  programs  to 
address  chronic  disease  burden  and  disease  prevention.  The  American  Cancer  Society's  FY 
1997  funding  recommendations  for  CDC  include  specific  funding  for  priority  cancer  control 
initiatives,  as  outlined  below. 

Cigarette  smoking  remains  the  single  largest  preventable  cause  of  premature  death  in  the 
United  States.  Significantly,  90%  of  smokers  start  before  the  age  of  18.  Tobacco  kills  more 
than  400,000  people  every  year,  more  than  1  in  5  deaths  in  the  U.S.  In  addition,  health  care 
and  lost  productivity  from  tobacco-related  diseases  cost  the  country  more  than  $100  billion  a 
year.  As  a  cancer  surgeon  these  are  not  abstractions  and  statistics  to  me.  I  see  them  every  day. 
Clearly  tobacco  meets  the  criteria  of  imminent  risk;  tobacco  use  is  a  clear  and  present  danger. 
The  tobacco  industry  is  a  special  interest  that  makes  enormous  profits  while  marketing  a  product 
that  addicts  and  kills  hundreds  of  thousands  of  people  every  year  and  saps  the  viability  of  our 
economy.  Your  response  must  be  to  support  efforts  at  the  federal  level,  at  NCI.  CDC  and  all 
appropriate  agencies  to  prevent  tobacco  use.  particularly  by  youth.  Specifically,  the  American 
Cancer  Society  strongly  supports  $30  million  in  FY  1997  for  the  Office  on  Smoking  and  Health 
and  other  programs  aimed  at  decreasing  youth  access  to  deadly  tobacco  products. 
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The  American  Cancer  Society  was  a  strong  supporter  of  legislation  authorizing  the 
National  Program  of  Cancer  Registries  (NPCR),  also  administered  by  the  CDC.  In  conjunction 
with  NCI's  SEER  program,  and  the  National  Cancer  Data  Base  sponsored  by  the  American 
Cancer  Society  and  American  College  of  Surgeons,  the  purpose  of  the  NPCR  is  to  expand 
surveillance  efforts  to  analyze  incidence  and  mortality  data  crucial  to  the  planning, 
implementation,  evaluation  of  public  health  programs,  and  to  assure  equality  care  to  patients  with 
cancer.  Thirty-four  states  have  greatly  expanded  their  cancer  registry  programs  since  the 
e^blishment  of  NPCR,  and  9  others  received  capacity-building  grants  in  FY  1996.  In  order 
to  enhance  and  expand  this  critical  program,  the  American  Cancer  Society  requests  $30  million 
for  NPCR  in  FY  1997. 

The  Society  believes  that  continued  investment  and  expansion  of  CDC's  Breast  and 
Cervical  Cancer  Control  Program  (BCCCP)  -  targeted  at  minorities  and  older  women  -  is 
critical.  As  mentioned  above,  the  BCCCP  is  an  excellent  example  of  a  proven  intervention 
which  relies  on  a  public-private  partnership  of  community-based  cancer  coalitions  to  identify  and 
break  down  barriers  to  use  of  breast  and  cervical  cancer  screening.  The  American  Cancer 
Society  works  closely  with  CDC  as  a  key  partner,  and  has  invested  its  resources  -  volunteers  and 
staff,  public  education  materials,  and  program  dollars  in  many  of  the  35  states  which  have 
received  funding  for  comprehensive  programs  to  date.  This  subcommittee's  support  of  $125 
million  in  FY  1996  will  allow  CDC  to  support  comprehensive  programs  in  all  50  states.  Our 
FY  1997  funding  request  for  the  BCCCP  is  $200  million,  an  amount  which  could  greatly 
increase  the  numbers  of  women  being  screened. 

Finally,  the  CDC  has  proposed  an  expansion  of  its  outreach,  education  and  screening 
activities  for  colorectal  cancer  -  the  third  most  commonly  diagnosed  cancer  for  both  men  and 
women,  and  the  second  leading  cause  of  cancer-related  deaths.  Survival  is  greatly  enhanced  if 
colorectal  cancer  is  treated  at  an  early  stage,  and  thus  ACS  strongly  supports  widespread  use  of 
screening  methods  utilizing  digital  rectal  exam,  stool  blood  test  and  sigmoidoscopy.  According 
to  the  National  Health  Interview  Study,  only  26%  of  Americans  over  age  50  reported  having  a 
blood  stool  test  and  only  9%  a  sigmoidoscopy.  An  appropriation  of  $5  million  in  FY  1997  for 
CDC  program  activities  in  this  area  will  allow  CDC  to  initiate  efforts  with  community-based  and 
national  partners  to  develop  better  strategies  to  inform  and  promote  utilization  of  screening. 

As  the  primary  committee  responsible  for  determining  spending  priorities,  we  urge  you 
to  provide  the  highest  funding  possible  for  these  critical  cancer  programs.  We  urge  you  to  find, 
a  balanced  approach  to  funding  these  component  parts  of  the  National  Cancer  Program.  The 
mission  of  one  agency,  to  conduct  basic  and  clinical  research  into  the  cause  and  cure  for  cancer, 
is  only  meaningful  if  that  knowledge  is  translated  into  practical  interventions  for  the  health  of 
our  citizens  -  the  mission  of  the  other  agency.  In  conclusion,  Mr.  Chairman,  the  American 
Cancer  Society  takes  seriously  its  role  as  a  private  sector  partner  in  the  War  on  Cancer.  The 
Mission  of  the  American  Cancer  society  embraces  the  concept  of  private  initiative  as  a 
complement  to  publicly-funded  programs.  We  believe  the  programs  recommended  for  funding 
represent  the  best  and  greatest  opportunities  for  federal  support  for  the  National  Cancer 
Program,  and  for  maximizing  resources  through  collaborative  efforts  with  groups  like  the 
American  Cancer  Society. 

STATEMENT  OF  DANIEL  PERRY,  EXECUTIVE  DIRECTOR, 
ALLIANCE  FOR  AGING  RESEARCH 

Mr  Chairman  and  Members  of  the  Subcommittee,  the  Alliance  for  Aging  Research,  a 
not-for-profit  research  and  educational  organization,  is  pleased  to  present  its  testimony  to  the 
Labor,  Health  and  Human  Services,  and  Education  Subcommittee  for  the  1997  cycle 

Once  again,  the  Alliance  urges  the  committee  to  support  the  research  programs  of  the 
National  Institutes  of  Health  and  especially  the  National  Institute  on  Aging     Appropriations 


that  maintain  and  grow  these  critical  research  institutions  is  especially  critical  due  to  the 
dramatic  and  wholly  unprecedented  increases  in  the  numbers  of  older  Americans  The  so- 
called  "graying  of  America"  will  affect  every  aspect  of  our  national  life    To  quote  former 
Health,  Education  and  Welfare  Secretary  Joseph  A  Califano,  "Nowhere  is  the  aging  of 
America  freighted  with  more  risk  and  opportunity  than  in  the  area  of  health  care." 

Mr.  Califano  has  also  coined  the  term"sick-care"  as  opposed  to  health  care  to 
characterize  the  reversed  priorities  and  incentives  of  American  medicine    "Sick  care"  is  a 
particularly  apt  term  to  describe  our  approach  to  the  health  care  needs  of  America's  older 
citizens     Approximately  one  third  of  the  nation's  trillion  dollar  health  care  bill  can  be 
attributed  to  the  population  of  people  age  65  and  older,  though  they  amount  to  just  13%  of 
the  total  population.    Literally  hundreds  of  billions  of  dollar  are  spent  each  year  because  we 
lack  the  effective  means  to  cure,  prevent  or  at  least  postpone  aging-related  chronic  diseases 
such  as  Alzheimer's  and  Parkinson's  diseases,  stroke,  arthritis,  osteoporosis,  incontinence, 
hearing  loss,  blindness  and  dozens  of  disabilities  and  frailties  closely  associated  with  the 
processes  of  human  aging.    These  costs  underly  the  national  debates  over  the  federal  budget, 
the  cost  of  Medicare  and  private  health  care  fmancing.    If  these  costs  continue  to  escalate 
along,  as  they  surely  will  in  the  absence  of  real  advances  from  scientific  and  medical 
research,  they  will  threatened  the  economic  stability  and  social  harmony  of  the  nation. 

We  believe  the  potential  of  aging  research  if  properly  supported  was  best  stated  by  the 

prestigious  Institute  of  Medicine" 

"Science  offers  the  best  hope  to  improve  the  older 
person's  quality  of  life.  Research  that  is  directed 
and  supported  properly  can  provide  the  means  to 
reduce  disability  and  dependence  in  old  age,  and  can 
decrease  the  burdens  on  a  health  care  system 
strained  to.  its  limits." 

The  biomedical  and  behavioral  research  being  supported  by  the  MH  and  NIA  hold 

real    promise  for  preventing  and  delaying  many  of  the  costly  diseases  and  conditions  of  aging. 

This  research  has  the  potential  to   enhance  the  independence  of  tens  of  millions  of  older 

Americans  and  to  slow  rising  health  care  costs.    America  needs  a  vigorous  research  effort  in 
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the  public  and  private  sectors,  specifically  by  investing  more  research  funds  at  the  NIH,  the 
NIA,  nutrition  and  aging  research  at  the  USDA,  geriatrics  training  through  the  Department  of 
Veterans  Affairs  and  through  other  federal  agencies. 

Members  of  this  committee  know  very  well  that  the  United  States  and  much  of  the 
world  is  experiencing  a  profound  and  wholly  unprecedented  demographic  revolution  toward 
greater  longevity  for  human  beings.    Every  day  in  our  country  another  6,000  people  celebrate 
their  65th  birthday     And  now  the  Baby  Boom  generation  is  coming  up  to  bat    This  past 
January  the  first  of  that  generation  turned  50,  and  became  eligible  to  join  the  nation's  largest 
senior  citizen  organization     By  the  end  of  1996  some  3  4  million  baby  boomers  will  have 
turned  50    Over  the  next  three  decades,  our  population  of  people  over  age  65  will  more  than 
double  to  some  70  million  people,  and  the  numbers  of  people  over  age  85  will  nearly 
quadruple  to  at  least  9  million. 

Most  of  us  can  look  forward  to  healthy,  active  senior  years  But  with  aging  there  are 
increased  risks  from  a  host  of  chronic  diseases  At  mid-life,  our  chances  of  developing  heart 
disease,  stroke,  arthritis,  osteoporosis  and  other  diseases  of  aging  begin  to  double  about  every 
five  years  The  costs  of  these  diseases  --  even  in  purely  economic  terms  --  is  staggering  If 
you  add  up  the  cost  of  just  eight  diseases  of  aging  -  osteoporosis,  stroke,  depression,  arthritis, 
Alzheimer's  disease,  diabetes,  cancer  and  heart  disease  --  it  totals  $573  billion 

Unless  we  discover  better  ways  to  treat,  prevent  or  postpone  these  diseases,  this  figure 
will  grow  exponentially  along  with  our  older  population    If  we  continue  to  rely  principally  on 
palliative  healthcare,  pain  killers  and  nursing  homes  to  care  for  our  elderly,  we  risk  economic 
and  social  catastrophe     Fortunately,  there  is  a  wiser,  less  expensive  and  more  humane 
alternative  --  investment  in  biomedical  research 

Even  a  brief  delay  in  the  incidence  of  age-related  disability  can  translate  into  dramatic 
savings  for  our  economy.    It  is  estimated  that  postponing  physical  dependency  for  older 
Americans  by  just  one  month  would  save  the  nation  $5  billion  a  year  in  healthcare  and 
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nursing  home  costs    Postponing  the  onset  of  Alzheimer's  disease  by  just  five  years  would,  in 
time,  save  $50  billion  a  year  in  healthcare  costs    And  a  five-year  delay  in  the  onset  of 
cardiovascular  disease  could  save  an  estimated  $69  billion  a  year. 

Meanwhile,  the  American  biomedical  research  enterprise  is  m  jeopardy  on  many 

fronts 

Although  older  Americans  account  for  more  than  one-third  of  all  healthcare 

spending,  the  National  Institutes  of  Health  (NIH)  allocated  only  7  percent  of  its 

fiscal  year  1995  budget  specifically  to  aging-related  research. 

If  the  NIH  budget  does  not  increase  by  at  least  4  percent  annually,  the 
biomedical  research  rate  of  inflation  will  erode  the  infrastructure  for  research 
and  discovery. 

Under  the  budget  for  fiscal  year  1996,  funds  for  the  National  Institute  on  Aging 
will  actually  decrease  by  $4.4  million  from  the  previous  year  after  adjusting  for 
inflation. 

This  year,  the  President's  budget  for  aging  research  at  the  National  Institutes  of  Health 
would  fail  to  maintain  current  research  momentum  and  fall  behind  the  index  for  medical 
research  inflation      We  must  do  better  if  this  country  is  truly  committed  to  improving  the 
quality  of  health  care  and  independence  for  older  Americans.     If  Congress  does  not  act  to 
address  this  shortfall,  we  risk  losing  many  opportunities  in  our  quest  to  find  cures  and 
preventions  for  many  debilitating,  age-related  diseases. 

The  National  Institutes  of  Health  spent  only  7  percent  of  its  1995  budget  on  aging- 
related  research,  although  older  Americans  account  for  more  than  one-third  of  health  care 
spending    The  proposed  1997  budget  as  presented  to  this  committee  again  underinvests  in 
aging  research.    Therefore  the  Alliance  for  Aging  Research  proposes  an  SVo  increase  for  the 
National  Institute  on  Aging.   This  would  increase  the  FY  1996  Appropriation  of  $463,365  to 
$490,230  in  the  coming  appropriation.    Such  as  increase  is  prudent  given  the  demographic 
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shift  to  a  growing  older  population     It  would  enable  the  National  Institute  of  Aging  to 
continue  momentum  in  research  of  Alzheimer's  Disease,  which  currently  costs  the  nation  more 
than  $90  billion  a  year  in  treatment  of  some  4  million  Americans  with  the  disease     An  8% 
increase  would  also  strengthen  our  chances  of  gaining  valuable  information  and  progress  for 
the  NIA's  programs  in  the  basic  biology  of  aging,  research  in  hypertension,  menopause, 
osteoporosis,  estrogen  replacement  therapy  and  the  Health  and  Retirement  Survey  providing 
invaluable  forecasting  tools  for  policy  makers. 

The  Alliance  also  recommends  the  committee's  attention  to  the  federal  Task  Force  on 
Aging  Research,  which  devised  an  appropriate  research  investment  strategy  following 
recommendations  from  more  than  two  dozen  federal  agencies  and  scores  of  outside  experts 
The  TFAR  report,  made  public  in  1995,  was  authorized  by  Congress.    It  recommends  moving 
to  total  current  funding  for  aging  research  by  the  federal  government  of  $1  million,  of  which 
approximately  half  would  be  appropriated  to  the  NIA,  and  moving  to  $2  million  for  aging 
research  by  the  end  of  the  decade    In  light  of  this  recommendation,  the  recommendation  we 
make  today  is  a  modest  one  that  we  hope  will  be  embraced  by  this  committee. 

The  U.S   is  at  a  crossroads    We  can  choose  to  make  an  increased  investment  in 
finding  new  ways  to  prevent,  cure  and  treat  age-related  diseases  now,  or  we  can  choose  to 
wait  and  pay  for  an  unparalleled  increase  in  the  cost  of  caring  for  our  oldest  citizens  later. 
Our  nation's  leadership  must  advance  aging  research  and  stimulate  change  in  the  health  care 
workforce  to  meet  the  demands  of  a  rapidly  growing  aging  population. 


STATEMENT  OF  THE  INFECTIOUS  DISEASES  SOCIETY  OF 
AMERICA 

The  Infectious  Diseases  Society  of  America  (the  "Society"), 
representing  over  4,300  physicians  and  scientists  devoted  to  patient  care, 
education,  research,  and  community  health  planning  in  infectious  diseases, 
appreciates  the  opportunity  to  submit  testimony  to  the  Senate 
Appropriations  Subcommittee  on  Labor-HHS-Education  and  Related 
Agencies  concerning  fiscal  year  1997  funding  for  the  National  Institute  of 
Allergy  and  Infectious  Diseases  ("NIAID")  and  the  Centers  for  Disease 
Control  and  Prevention  ("CDC").  We  applaud  the  dedication  and  expertise 
of  the  Chairman  and  Members  of  this  important  Subcommittee,  who  have 
contributed  so  much  to  the  health  of  the  nation,  and  deeply  appreciate  the 
generous  and  much  needed  funding  increases  for  NIH  and  CDC  in  fiscal 
year  1996.  We  urge  the  Subcommittee  to  maintain  its  commitment  to  these 


very  important  research,  prevention,  and  treatment  programs  by  supporting 
a  similar  increase  for  NIAID  and  CDC  in  fiscal  year  1997. 

Infectious  diseases  are  the  leading  cause  of  death  worldwide  and  the 
third  leading  cause  of  death  in  the  U.S.  An  investment  of  sufficient  dollars 
in  these  valuable  programs  now  will  pay  significant  dividends  in  the  future 
to  the  American  people  in  dramatically  reduced  health  care  costs  and 
improved  quality  of  life  for  millions.  While  the  Society  understands  the 
fisced  constraints  facing  this  Congress  and  the  nation,  we  urge  this 
Subcommittee  to  demonstrate  leadership  and  foresight  in  this  area  by 
appropriating  much  needed  funding  increases  for  these  programs  in 
recognition  of  the  lives  and  dollars  that  ultimately  will  be  saved.  We  urge 
that,  in  particular,  the  Subcommittee  ensure  adequate  funding  for  the 
following  programs: 

Vaccine  Research.  Development,  and  Evaluation.  As  Members  of  this 
Subcommittee  are  well  aware,  immunization  is  one  of  the  most  cost-effective 
means  of  disease  prevention  available.  For  every  $1  spent  on  immunization, 
as  much  as  $29  can  be  saved  in  direct  and  indirect  costs.  Recent  scientific 
advances  have  enabled  the  development  of  new  vaccines  and  significant 
improvements  in  the  efficacy  and  safety  of  existing  vaccines.  The  following 
are  some  examples  of  NlAID's  research  breakthroughs: 

•  NIAID  was  closely  involved  in  the  development  of  a  new  chickenpox 
vaccine  that  was  approved  by  the  Food  and  Drug  Administration 
("FDA")  in  March  1995.  More  than  3.7  million  cases  of  chickenpox 
occur  in  the  U.S.  annually  at  a  cost  of  over  $400  million. 

•  NIAID  intramural  investigators  developed  and  patented  two  rotavirus 
strains  for  use  in  vaccines  against  rotavirus,  the  most  common  cause 
of  severe  diarrhea.  Worldwide,  rotaviruses  affect  more  than  eighteen 
million  infants  and  children  under  the  age  of  five  and  cause  870,000 
deaths.  In  this  country  alone,  an  effective  rotavirus  vaccine  could 
prevent  more  than  one  million  cases  of  severe  diarrhea  and  65,000 
hospitalizations  of  children  under  the  age  of  five  annually. 

•  15  years  of  NIAID  leadership,  in  partnership  with  vaccine 
manufacturers  and  investigators  around  the  world,  has  resulted  in 
development  of  a  safer  and  more  effective  pertussis  (whooping  cough) 
vaccine.  The  original  pertussis  vaccine,  developed  in  1949,  was 
associated  with  rare  but  serious  events  such  as  seizures  and 
neurological  damage.  Concern  over  these  potential  side  effects  had 
led  some  parents  to  forgo  having  their  children  immunized,  causing 
an  increase  in  the  number  of  reported  cases  of  pertussis  beginning  in 
the  early  1980s.  Only  a  Federal  no-fault  injury  compensation 
program  enacted  in  1986  kept  the  vaccine  on  the  market  in  this 
country.  NIAID  support  of  extramural  research  and  early  clinical 
trials  with  funds  appropriated  by  this  Subcommittee,  as  well  as 
protocol  design,  were  critical  to  this  major  public  health  advance. 

With  increased  funding,  NIAID  and  CDC  will  be  able  to  research  and 
develop  cost-efiective  vaccines  for  many  other  infectious  diseases,  including 
sexually  transmitted  diseases  and  tuberculosis.  Of  particular  concern  to 
Society  members,  who  are  the  primary  care  givers  for  persons  with  acquired 


immunodeficiency  syndrome  ("AIDS"),  is  the  need  for  increased  funding  for 
both  laboratory  studies  and  clinical  trials  for  potential  AIDS  vaccines. 

The  National  Vaccine  Advisory  Committee.  Besides  NIAID  and  CDC, 
several  other  agencies  are  involved  in  the  research,  development,  and 
evaluation  of  vaccines.  These  agencies  include  the  FDA,  the  Department  of 
Defense,  the  Agency  for  International  Development,  the  Public  Health 
Service,  and  the  Health  Care  Financing  Administration.  In  1986,  the 
National  Vaccine  Program  ("NVP")  and  the  National  Vaccine  Advisory 
Committee  (the  "Committee")  were  created  as  part  of  the  Office  of  the 
Assistant  Secretary  for  Health  to  facilitate  effective  coordination  and 
collaboration  between  these  government  agencies. 

In  fiscal  year  1995,  however,  most  programs,  including  the  NVP,  were 
eliminated  from  the  Office  of  the  Assistant  Secretary  for  Health. 
Fortunately,  CDC  picked  up  some  of  the  important  work  of  the  NVP  by 
continuing  to  coordinate  the  Committee.  CDC  has  taken  on  this  important 
task  without  being  given  any  additional  funding.  The  Society  is  concerned 
that  now  that  CDC  is  being  asked  to  take  an  $31  million  undistributed 
administrative  cut,  CDC  may  be  forced  to  eliminate  what  remains  of  the 
office  that  coordinates  the  Committee.  The  Society  urges  this  Subcommittee 
to  appropriate  the  funds  necessary  to  continue  this  very  important 
coordinating  program. 

Adult  Immunization.  As  many  as  60,000  adults  die  each  year  from 
two  major  vaccine-preventable  diseases  --  influenza  and  pneumococcal 
infections.  Over  27,000  of  these  deaths  could  be  prevented  if  vaccines  were 
fully  utilized.  Unfortunately,  only  about  52%  of  persons  65  years  of  age  and 
over  reported  having  received  an  influenza  vaccine  in  the  past  year,  and 
only  28%  reported  ever  having  had  pneumococcal  vaccine.  Vaccination 
levels  for  persons  over  65  years  of  age  with  high-risk  medical  conditions  are 
even  lower. 

Although  influenza  epidemics  are  expensive,  costing  up  to  $12  billion 
a  year  in  direct  and  indirect  costs,  CDC  currently  receives  no  funding  for 
adult  immunization  delivery  systems.  The  Society  requests  that  $80  million 
be  appropriated  to  CDC  to  develop  an  adult  immunization  program.  This 
will  enable  CDC  to  improve  adult  vaccination  levels  through  information 
and  education  activities,  support  vaccine  purchase  and  program 
administration  at  state  and  local  levels,  and  expand  disease  surveillance 
activities.  Indeed,  the  Office  of  Technology  Assessment  has  concluded  that 
vaccination  against  pneumococcal  pneumonia  can  improve  health  of  older 
persons  at  a  reasonable  cost  and  that  administering  the  vaccine  under  a 
public  program  would  even  save  money. 

AIDS  Research.  Nearly  one  million  people  in  the  U.S.  are  infected 
with  human  immunodeficiency  virus  ("HIV").  Over  500,000  have  AIDS. 
AIDS  is  now  the  leading  cause  of  death  among  adults  aged  25  to  44  and  the 
sixth  leading  cause  of  death  among  people  ages  15  to  24  in  this  country. 

NIAID  is  making  great  headway  in  AIDS  research,  and  increased 
funding  is  necessary  to  continue  this  progress.  A  central  focus  of  NIAID's 
AIDS  research  is  to  find  ways  to  suppress  HIV  for  prolonged  periods. 
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Because  HIV  quickly  develops  resistance  to  the  currently  available 
antiretroviral  drugs,  NIAID  researchers  are  now  experimenting  with 
combining  therapies.  A  study  by  NiAlD's  AIDS  Clinicad  Trials  Group 
recently  found  that  zidovudine  ^'aZT')  in  combination  with  either 
didanosine  ("ddl")  or  zalcitabine  ("ddC")  was  significantly  better  than  AZT 
alone  in  preventing  disease  progression  and  improving  survival  in  patients 
with  intermediate-stage  HIV  disease. 

In  addition,  NIAID-funded  basic  research  has  led  to  the  development 
of  protease  inhibitors,  a  new  class  of  anti-HIV  compounds  that  have  shown 
potent  antiretroviral  activity.  When  protease  inhibitors  are  used  in 
combination  with  several  other  antiretrovirad  agents,  studies  have 
demonstrated  a  reduction  in  the  virus  to  undetected  levels  and  improved 
survival  rates. 

Tuberculosis.  Society  members  continue  to  be  deeply  concerned  by 
the  spread  of  tuberculosis  ("TB"),  particularly  multi-drug  resistant  TB. 
Infectious  diseases  physicians  have  been  at  the  forefront  of  TB  cliniced  care, 
with  the  infectious  diseases  physician  becoming  the  primary  specialist 
treating  TB  patients  in  many  communities.  In  addition,  epidemiologists  at 
many  hospitals  in  the  U.S.  are  infectious  diseases  physicians.  With  the  care 
of  TB  patients  having  moved  from  the  sanitarium  to  the  general  hospital 
setting,  the  prevention  of  nosocomial  spread  of  TB  is  a  major  concern  of 
Society  members.  Further,  infectious  diseases  physicians  often  act  as 
consultants  to  public  health  officials  in  developing  strategies  to  cope  with 
the  TB  crisis. 

More  funding  is  desperately  needed  for  both  NIAID  and  CDC  TB 
programs,  particularly  in  light  of  the  increase  in  HIV-related  TB.  CDC's  TB 
program  supports  grants  to  states  and  large  cities  to  strengthen  their 
surveillance,  control,  and  elimination  programs.  Funds  are  to  be  used  to 
hire  more  outreach  workers;  to  support  research  to  develop  new  prevention, 
diagnostic,  and  treatment  technologies;  to  upgrade  state  and  local 
laboratories;  to  further  epidemiological  investigations;  and  to  train  health 
care  workers.  We  recommend  $150  million  to  fund  the  CDC's  TB 
elimination  program. 

Much  more  also  needs  to  be  provided  for  vaccine  development  for  TB. 
TB,  particularly  multi-drug  resistant  TB,  is  very  difficult  and  costly  to  treat. 
Current  treatments  can  require  from  six  to  12  months  and  involve  three  to 
six  different  drugs,  with  costs  approaching  $260,000  per  person.  We  urge 
that  additional  funds  be  provided  to  fund  TB  drug  research  and  development 
at  NIAID. 

STD  Prevention  and  Treatment.  More  than  12  million  Americans 
acquire  a  sexually  transmitted  disease  ("STD")  each  year.  This  means  that 
33,000  people  are  newly  infected  every  day.  Fortunately,  most  STDs  can  be 
cured  or  controlled.  However,  those  that  are  undetected  or  receive  delayed 
treatment  can  cause  cancer,  infertility,  and  other  devastating  health 
repercussions.  Some,  such  as  AIDS  and  syphilis,  can  kill. 

Treating  STDs  requires  little  money  when  caught  early.  At  the  same 
time,  the  cost  of  ignoring  STD  treatment  is  enormous.  For  example,  this 
country  presently  spends  an  estimated  $2.4  billion  annually  on  its  treatment 


of  chlamydia  and  its  complications.  If  chlamydia  is  detected  in  its  early 
stages,  however,  the  cure  can  cost  as  little  as  $2.25  per  case.  In  1950,  the 
scope  of  STDs  was  limited  to  just  five  classic  infections.  Now  more  than  50 
organisms  and  syndromes  are  recognized  as  being  sexually  transmitted. 
Yet,  in  inflation -adjusted  dollars,  we  spend  less  on  50  diseases  (excluding 
HIV/AIDS)  than  we  did  on  five  in  1950. 

For  the  chlamydia  screening  and  infertility  prevention  program,  the 
Society  recommends  a  funding  level  of  $90  miUion.  This  would  enable  CDC 
to  expand  chlamydia  screening  and  treatment  services  in  family  planning 
and  STD  clinics  across  the  country  to  reach  more  at-risk  women  and  their 
partners. 

For  other  STD  prevention  programs,  the  Society  requests  $123.2 
milUon.  This  funding  level  would  permit  CDC  to  support:   1)  a  faculty 
expansion  program  that  provides  incentives  to  recruit  and  develop  faculty 
with  STD  expertise  in  up  to  fifteen  medical  schools;  2)  research  to  improve 
STD-related  behaviors,  facilitating  the  analysis  of  barriers  to  timely  and 
appropriate  STD  health  service  provision;  3)  expanded  syphUis  prevention 
and  research  efforts  in  the  Southern  U.S.  where  rates  are  disproportionally 
high,  especially  among  African-Americans;  4)  expanded  STD  Accelerated 
Prevention  Campaign^  ("APCs")  to  implement  and  evaluate  locally  relevant 
innovative  STD  prevention  efforts  with  new  community  linkages. 

Hantavirus  Disease  Prevention.  Hantavirus  pulmonary  syndrome 
("HPS")  is  a  viral  infection  that  is  spread  by  rodents.  It  is  fatal  in  60  percent 
of  human  cases.  Presently,  there  is  no  known  treatment  other  than 
supportive,  intensive  medical  management,  which  is  very  costly.  HPS  was 
first  recognized  in  June  1993  in  an  epidemic  in  the  southwestern  U.S.  Thus 
far,  53  cases  have  been  identified  in  14  different  states,  with  the  possibility 
of  further  transmission  or  additional  related  epidemics  remaining. 

Enhanced  nationwide  surveillance  of  human  cases  is  still  vitally 
needed  to  define  the  extent  of  this  outbreak.  In  addition,  rodents  from  all 
parts  of  the  U.S.  should  be  examined  to  determine  the  distribution  of  virus. 
Moreover,  the  rapid  diagnostic  tests  that  have  been  developed  by  CDC  must 
be  translated  for  use  by  state  and  local  health  departments  and  laboratories. 
Finailly,  the  antiviral  drug  ribavirin  must  be  thoroughly  examined  to 
determine  its  efficacy  in  treating  the  disease.  The  Society  requests  that 
adequate  funding  be  provided  to  prevent  HPS. 

Emerging  Infectious  Diseases.  Unfortunately,  as  the  environment 
changes  and  pathogens  evolve,  new  infectious  diseases  are  bound  to  emerge. 
For  example,  new  diseases,  such  as  HIV  infection,  hantavirus  pulmonary 
syndrome,  and  kidney  failure  associated  with  Escherichia  coU,  have  been 
introduced  because  of  changes  in  human  behavior  and  environmental 
changes. 

CDC  is  developing  an  action  plan  that  emphasizes:   1)  improved 
disease  detection  by  strengthening  notifiable  disease  surveillance, 
establishing  sentinel  surveillance  centers  and  physician  networks  in  the 
U.S.,  and  developing  a  global  surveillance  network;  2)  a  cooperative 
agreement  program  with  states  and  universities  for  applied  research  to 


600 


develop  and  improve  rapid  dia^ostic  tests  and  better  define  the  factors  that 
cause  organisms  to  become  drug  resistant;  3)  enhancement  of  the  nation's 
ability  to  respond  to  diseases  emergencies  by  improving  the  capability  of 
federal,  state,  and  local  agencies  to  investigate  outbreaks,  developing 
physician  awareness  of  drug  resistance;  and  4)  strengthening  of  the  public 
health  system  by  assuring  adequate  personnel,  facihties,  training, 
laboratory  equipment,  and  suppHes  at  all  levels.  The  Society  recommends 
that  $75  million  be  appropriated  to  CDC  to  address  emerging  infectious 
diseases  in  fiscal  year  1997. 

The  Infectious  Diseases  Society  of  America  very  much  appreciates  the 
opportunity  to  submit  testimony  regarding  the  importance  of  adequate 
appropriations  for  the  research,  prevention,  and  treatment  of  AIDS  and 
other  infectious  diseases.  We  believe  that  you  will  continue  to  conclude,  as 
we  do,  that  greater  investment  in  these  significant  programs  today  will  pay 
great  dividends  in  the  near  future. 


STATEMENT  OF  THE  JUVENILE  DIABETES  FOUNDATION 
INTERNATIONAL 

The  Juvenile  Diabetes  Foundation  International  (JDF)  is  grateful  for  this  opportunity  to 
present  its  views  regarding  fiscal  year  (FY)  1997  appropriations  for  the  National 
Institutes  of  Health  (NIH).  JDF  is  a  voluntary  health  organization  comprised  of  over  110 
chapters  and  affiliates  throughout  the  U.S.  and  the  world  dedicated  to  the  discovery  of  a 
cure  for  diabetes  and  prevention  of  its  complications  through  the  funding  of  basic  and 
applied  medical  research.  JDF  gives  more  money  directly  to  diabetes  research  than  any 
other  non-governmental  health  agency  in  the  world.  Since  1970.  JDF  has  contributed 
$i  80  million  to  diabetes  research. 

First.  Mr.  Chairman.  JDF  would  like  to  thank  you  and  this  Subcommittee  for  the  role  that 
you  played  in  last  year's  substantial  increase  in  funding  for  the  NIH.  Congress"  action 
last  year  helped  to  establish  federal  funding  for  medical  research  as  a  top  national  priority 
during  this  time  of  difficult  budget  belt-tightening.  Moreover,  it  provided  hope  to  the 
millions  of  Americans  touched  by  diabetes.  We  are  eternally  grateful. 


Thg  Impact  of  Diabetes 

Diabetes  is  a  major  public  health  problem  which  affects  approximately  16  million 
Americans.  An  estimated  650.000  new  cases  of  diabetes  will  be  diagnosed  this  year 
alone.  A  study  conducted  by  Lewin-VHI,  Inc.  (1992)  concluded  that  the  total  annual 
health  care  costs  attributable  to  diabetes  exceed  $130  billion.  In  other  words,  this  study 
found  that  health  care  expenditures  for  people  with  diabetes  constituted  about  one  in 
seven  health  care  dollars  spent.  In  1992,  while  people  with  diabetes  constituted  about  4.5 
percent  of  the  U.S.  population,  they  accounted  for  15  percent  of  total  national  health  care 
expenditures.  Clearly,  a  cure  for  diabetes  could  result  in  massive  savings  in  health  care 
spending  in  this  country. 

In  addition  to  the  economic  costs,  diabetes  has  tremendous  human  costs.  Consider  the 
following: 
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Diabetes  reduces  life  expectancy  by  up  to  30  percent.  This  year  alone,  diabetes  and 
its  complications  will  contribute  to  the  deaths  of  roughly  170,000  Americans. 

Diabetes  is  the  number  one  cause  of  new  blindness  in  people  between  the  ages  of  20 
and  74.  Each  year,  between  1 5.000  and  39,000  people  lose  their  sight  because  of 
diabetes. 

Ten  percent  of  all  people  with  diabetes  develop  serious  kidney  disease.  Nearly  30 
percent  of  all  new  dialysis  patients  have  diabetes. 

People  with  diabetes  are  2  to  4  times  more  likely  to  die  from  heart  disease.  People 
with  diabetes  are  5  times  more  likely  to  have  a  stroke. 

Diabetes  is  a  leading  risk  factor  for  premature  development  of  heart  disease  in 
women. 

60-65  percent  of  people  with  diabetes  are  affected  by  hypertension. 

Diabetes  is  the  leading  cause  of  non-traumatic  amputations.  Over  54,000  diabetes- 
related  amputations  are  performed  each  year. 

Approximately  40.000  babies  are  bom  each  year  to  women  with  overt  or  gestational 
diabetes.  These  infants  experience  a  disproportionately  high  rate  of  mortality,  birtli 
defects  and  other  anomalies,  respiratory  distress,  prematurity  and  other  serious 
medical  problems. 

The  prevalence  of  diabetes  is  50-60  percent  higher  in  African  Americans  than  in 
whites.  African  American  women  are  twice  as  likely  to  be  afflicted  with  diabetes 
than  white  women. 

Americans  of  Latin  ancestry,  the  fastest  growing  minority  in  the  U.S..  are  about  three 
times  as  likely  to  develop  diabetes  than  non-Latins. 

Native  Americans  have  a  33-50  percent  higher  chance  of  developing  diabetes;  43.4 
percent  of  Pima  Indians  develop  diabetes. 


Research  Progress 

Fortunately,  these  grim  facts  and  figures  do  not  tell  the  entire  story  of  diabetes  over  the 
past  twenty  years.  Since  publication  of  the  first  Long  Range  Plan  to  Combat  Diabetes  in 
19^5.  the  federal  govemment-as  the  result  of  congressional  appropriations-has  invested 
over  $4  billion  in  diabetes  research.  We  are  pleased  to  report  that  this  investment  has  led 
to  significant  advances  in  the  treatment  of  this  devastating  illness.  Moreover,  many 
scientists  today  are  optimistic  that  we  are  within  reach  of  preventing,  and  ultimately 
curing,  diabetes. 

Indeed,  all  of  the  following  research  advances  have  been  made  through  the  federal 
investment  in  medical  research: 

•      Results  of  the  1 0-year  Diabetes  Control  and  Complications  Trial  (DCCT)  indicate 
that  very  tight  control  of  blood  glucose  levels  in  persons  with  Type  I  diabetes. 
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something  which  is  very  difficuh  to  accomplish  with  existing  methods,  dramatically 
reduces  the  risk  of  developing  its  life-threatening  microvascular  complications 
(kidney,  eye,  and  peripheral  nerve).  More  research  is  necessary,  but  it  is  anticipated 
that  tight  control  for  persons  with  Type  II  diabetes  will  have  similar  results. 

Development  of  laser  photocoagulation  procedures  has  reduced  the  risk  of  blindness 
from  diabetic  eye  disease. 

Researchers  recently  discovered  that  a  drug  currently  used  to  treat  high  blood 
pressure.  Captopril.  also  reduces  the  risk  of  kidney  failure  in  persons  with  Type  I 
diabetes  by  as  much  as  50  percent. 

Antibody  tests  have  been  developed  that  can  identify  individuals  at  high  risk  of 
developing  Type  I  diabetes. 

Type  1  diabetes  in  animals  has  been  prevented  or  delayed  by  injection  of  several 
target  antigens,  including  insulin  and  the  enzyme  glutamic  acid  decarbo.xylase 
(GAD),  which  interferes  with  the  immune  destruction  of  pancreatic  islet  cells. 

Six  genetic  markers  involved  in  the  development  of  Type  I  diabetes  have  been 
discovered. 

Micro-encapsulation  is  being  studied  as  a  way  of  preventing  the  rejection  and 
autoimmune  destruction  of  transplanted  human  islet  cells  in  people  with  Type  I 
diabetes. 

Advances  in  pancreas  transplantation  technology  allow  persons  with  end-stage 
complications  of  diabetes  to  receive  whole  pancreas  transplantation  prior  to. 
simultaneous  with,  or  after  kidney  transplantation.  Experimentation  is  under  way  to 
test  transplantation  of  isolated  islet  cells  as  an  alternative  to  whole  pancreas. 


.IDF's  Public-Private  Partnerships 

While  .IDF  has  been  a  long-time  advocate  of  federal  support  for  biomedical  research,  the 
organization  has  long  done  its  part  to  promote  research  towards  a  cure.  JDF  views 
medical  research  as  the  collaborative  responsibility  of  both  the  public  and  private  sectors. 
Toward  this  end.  JDF  has  been,  over  its  26  year  history,  the  largest  non-governmental 
contributor  to  diabetes  and  diabetes-related  research  in  the  world.  In  addition  to  these 
efforts,  JDF  has  just  announced  that  it  will  extend  the  goal  of  its  "Only  Remedy  Is  A 
Cure'"  fundraising  campaign  to  $200  million.  This  campaign  was  established  specifically 
for  the  purpose  of  supporting  large  diabetes  interdisciplinary  research  programs.  This 
research  approach  arose  out  of  a  recommendation  from  the  1987  National  Diabetes 
Advisory  Board  Long  Range  Plan  to  Combat  Diabetes. 


As  part  of  this  effort,  JDF  has  entered  into  innovative  joint  research  partnerships  with  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK),  the  National 
Eye  Institute,  the  National  Heart.  Lung,  and  Blood  Institute  and  most  recently  the 
National  Institute  of  Allergy  and  Infectious  Diseases.  JDF  has  just  begun  a  similar 
partnership  with  the  Department  of  Veterans  Affairs.  These  jointly  funded  Centers  of 
Excellence  bring  basic  scientists-cell  biologists,  molecular  biologists,  and  geneticists- 
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together  with  diabetes  researchers  and  clinicians  for  an  interdisciplinary  approach  to  basic 
and  applied  diabetes  research.  Over  $100  million  has  already  been  committed  by  JDF 
and  its  public  sector  partners. 

The  Critical  Role  of  the  NIH 

During  the  current  effort  to  reduce  the  federal  budget  deficit,  it  is  important  that  policy 
makers  understand  llic  numerous  economic  benefits  of  medical  research.  Indeed,  an 
investment  in  medical  research  must  be  an  integral  component  of  any  effort  to  contain 
federal  spending  in  the  future. 

Yet  the  value  of  biomedical  research  goes  far  beyond  our  ability  to  cure  devastating 
diseases  and  achieve  savings  in  health  care  costs.  The  American  biotechnology  industry 
is  one  of  the  fastest  growing  components  of  the  U.S.  economy,  and  is  critical  to  our 
status  as  a  global  leader  and  a  competitive  player  in  the  exploding  technological  field. 
Any  retreat  from  the  federal  government's  support  for  biomedical  research  would 
jeopardize  the  future  vitality  of  this  promising  sector  of  our  economy. 

Finally,  much  of  the  medical  research  currently  funded  through  the  NIH  would  not  be 
conducted  with  a  diminished  federal  commitment.  Private  industry,  which  currently 
funds  a  great  deal  of  applied  and  clinical  research,  would  find  basic  research  far  too  risky 
an  enterprise  since  there  are  no  assurances  that  such  research  will  produce  a  marketable 
and  profitable  product  or  procedure.  Wc  know  from  experience  that  the  precise  path  of 
medical  discovery  cannot  be  predicted;  research  leads,  which  must  be  pursued  as  they 
develop,  occasionally  result  in  dead  ends  but  more  often  create  new  lines  of  inquiry  to  be 
explored.  Basic  research  in  one  area  can  fortuitously  lead  to  advances  in  others,  and  must 
be  advanced  through  federal  support. 

FY  1997  Recommendations  for  NIH 

If  we  are  to  truly  capitalize  on  existing  research  opportunities,  the  federal  commitment  to 
NIH  must  be  enhanced.  To  this  end: 

•  .IDF  recommends  that,  at  a  minimum.  Congress  fund  NIH  overall  at  a  level  of  $  1 2.9 
billion,  approximately  an  8  percent  increase  over  last  year's  appropriation.  We 
acknowledge  the  difficulty  this  Congress  faces  in  attempting  to  balance  the  federal 
budget.  However,  for  the  reasons  stated  previously,  we  hope  that  the  Congress  will 
continue  to  support  the  progress  that  has  already  been  made  at  the  NIH. 

•  For  NIDDK,  JDF  recommends  an  appropriation  of  $83 1  million,  which  represents  an 
increase  of  approximately  8  percent.     " 

•  in  addition.  JDF  supports  an  allocation  of  $340  million  for  diabetes  research  across 
all  the  institutes  of  NIH,  an  increase  of  approximately  8  percent. 
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